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MEDICAID FINANCING OF SERVICES FOR 
DEVELOPMENTALLY DISABLED PERSONS 



FRIDAY, SEPTEMBER 19, 1986 

U.S. Senate, 
Committee on Finance, 
Subcommittee on Health, 

Washington, DC. 

The hearing was convened, pursuant to notice, at 9:35 a.m. in 
room SD 215, Dirksen Senate Office Building, Hon. David Duren- 
berger (chairman) presiding. 

Present: Senators Durenberger, Chafee, Heinz, and Mitchell. 

Also present: Senator James J. Exon. 

[The press release announcing the hearing, and the prepared 
written statements of Senators Dole, Durenberger, Chafee, and 
Mitchell and a background paper prepared for the committee fol- 
lows:] 

[Preas Release No 86-070, August 7, 1986) 

Finance Subcommittee To Examine Medicaid Financing of Services for 
Developmentally Disabled Persons 

The Medicaid program and its impact on the long-term care of develop mentally 
disabled individuals will be the subject of a hearing before the Subcomnuttee on 
Health, Bob Packwood (R-Or^on), Chairman of the Committee on Finance, ac- 
counced today. 

Senator Packwood called for a hearing m order to examine carefully the current 
funding provided through the Medicaiu program, the range of services delivered and 
the type of setting most appropriate for the long term care of developmentall> dis- 
abled persons. 

The hearing has been scheduled for Friday, September 19, 1986, at 9.30 a.m. in 
Room SD-215 of the Dirksen Senate OOice Building in Washington. 

Senator Packwood noted that in 1985, $4.7 billion in Federal and State Medicaid 
funds had been spent providing care and services to 146,000 developmentall> dis 
abled people living in intermediate care facilities for the mentally retarded (ICF/ 
MRj while in 1976, expenditures totalled $635 million, and served 89,000 persons. In 
addition, non institutionalized developmentally disabled people receive a variety of 
services in the community. 

Senator Packwood stated that given the size of the ICF/MR proc^am and its rapid 
growth over the last ten years it is time to evaluate ^here and how the funds are 
being spent and whether &c* - ices are being provided in the setting most appropriate 
to meet the needs of the individuals receiving services. 

The Chairman indicated that Senator Dave Durenberger (R MmnJ will chair the 
Subcommittee hearing. It is expected that the Department of Health and Human 
Services, and other Federal agencies providing services to developmentally disabled 
persons will present testimony. State organizations and national groups With a van 
ety of viewpoints will be expected to testify. 
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Ui-.MAHKS OF SENATOR DAVE DUHENiiERGER 
5'JljCOMMlTTEE ON HEALTH 
MEDICAID AND THE DEVELOPMENTALLY DISABLED 
SEPTEMBER 19, 1986 



Today's hearing will take a close look at the Medicaid 
program and the needs of developmentally disabled individuals* 
This is a very complicated and emotionally charged issue to deal 
with. The needs of developmentally disabled individuals call 
forth our most important responsibility as public policymakers — 
how we respond to those needs is a test of our society's 
character and moral fiber. 

In order to properly address the needs of these individuals, 
we have to "begin at the beginning" and ask a number of very 
basic questions — How many developmentally disabled 
individuals are there? What services are available to them 
through federal and state programs? What services do they need, 
and in what setting? 

This last question nakes us to what quickly becomes the heart 
of any dxscussion of Medicaid and the developmentally disabled — 
and that is the issue of institutional care versus 
community -based services. 

I feel strongly that today's hearing should not be reduced to 
an "either/or" situation, that we should not consider ourselves 
nere to declare a preference for either institutions or community 
services. That kind of dichotomy or polarisation obscures the 
real issue. 

What IS that issue? Simply this — developmentally disabled 
xndividuals have different needs which require different services 
in different settings. I believe the real challenge we face as 
policymakers IP not to establish a preference for one setting 
over another, but to adopt a policy which allocates federal 
resources appropriately along the continuum of services that the 
developmentally disabled need. 

Does the Medicaid program have a bias toward institutional 
care that is out of line with the needs of the clients? Hoes 
that bias limit the expansion or availability of community 
services that might be more desirable and effective for some 
developmentally disabled individuals? What c^n be done to remove 
any existing bias, and to instead promote the availability of 
community services - without restricting the availability of 
institutional care for those who really need it? These are the 
kinds of questions I think we have to ask. 

I have a statement here from the Minnesota Coalition of 
Parents and Friends for Co.nmunity Residential Services, prepaied 
by Galen Pate, the courageous father of a younr, wom^n with 
multiple disabilities. I would like to share a part of Galen's 
statement with you, because I believe it represents the view and 
experience of a lot of concerned parents and family members . 
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Colon's ^^^u^Jn^.<.M Kli/'^h.Mh h.-js been <1 itKjnoSe'i .ii> hjvinq 
cerebr<^l palsy, orofounti inent.<il ret <^ r<lrj t. ion , and a s*M/.ure 
(JisoriJer. Beciiuse of the level of cnre t.h<^t. his fiou^jliLer 
requires, Galen was not able to care for her in his home. 
Because he wanted to be closely involved in his douijhter's 
development, Galen began working with other families m his 
community to develop a (jroup home. 

His original desire was to set up a small home for about six 
people, but in the early stages of planning, it became evident 
that the cost for meeting the needs of a profoundly handicapped 
person would require a home designed on a larger scale, with a 
higher staffing ratio, and more costly physical plant 
requirements. While he is still as involved as ever m Betsy's 
life, his experience has tempered his earlier feelings about what 
type of setting would provide Betsy with the best care. 

Galen and other members of the Minnesota Coalition of Parents 
and Friends for Community Residential Services have worked hard 
to develop community residential facilities. But their 
experience has shown thaL other kinds of facilities are also 
needed - particularly for those individuals who are severely and 
profoundly mentally retarded, mediCtally fragile, or in need of 
significant behavior management. 

I think Galen's group speaks for many of us when it says: 
"The system needs to be expanded m a planned and thoughtful 
manner sQ^that the qualit,y of care currently available to our 
children is not compromised through a rush to rec'uce the size of 
the facility or the size of the federal Medicaid budget. The 
range of service options needs to be expanded, not limited, so 
that our children and all other children who wiW likely follow 
them continue to have an effective array of choices available." 

1 wanted to share this statement with you because I know that 
this is an emotionally charged issue and that many people hei e 
today have loved ones whose very lives are on the ime when we 
talk about changes in federal programs. To you, let me say that 
I have heard and understood your concerns as devoted parents and 
supportive family members. I am not approaching today's hearing 
with any preconceptions as to the outcome it shoul(3 produce. 

I simply believe that it is time to ask a very basic question 
how can federal programs best ensure that the de ve lopmenta 1 1 y 
iisabled receive high quality services m a way which rndximizes 
then freedom, their safety, and their mdivicJual potential to 
learn and grew? 

We hove a long list of witnesses today - we've tried to 
accommodate as many different areas of expertise as possible. In 
order to hear from everyone and to have time for quctions, we 
wi U have to adhere strictly to the five minut.e rule - so I will 
have to ask all our witnesses to be brief. Your full written 
statements will be m.^de a part of the rt^cord. Let ' b procee<J to 
our first pane 1 . 
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STATEMENT OF SENATOR DOLE 



MR, CHAIRMAN, I THANK MY COLLEAGUE, THE SENATOR 
FROM MINNESOTA FOR HOLDING THIS HEARING ON SERVICES 




FOR DEVELOPMENTALLY DISABLED PERSONS AND THE MEDICAID 
PROGRAM* I AM CONFIDENT THAT THE DISTINGUISHED AND 
CAPABLE ASSEMBLY OF WITNESSES WE WILL HEAR TODAY WILL 
BE OF GREAT ASSISTANCE TO US AS WE EXPLORE THE MANY 
ISSUES AND MANY PERSPECTIVES THAT COME TO BEAR ON THIS 
IMPORTANT SUBJECT, 

AS MANY WHO ARE TESTIFYING HERE TODAY KNOW, MY 
INVOLVEMENT WITH AND SUPPORT OF THE DEVELOPMENTALLY 
DISABLED POPULATION IN MY OWN STATE OF KANSAS AND 
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THROUGHOUT THESE UNITED STATES GOES BACK A LONG WAY. 
TODAY WE ARE GOING TO LOOK BACK OVER THOSE FIFTEEN 
YEARS OF SUCCESS AND ACHIEVEMENT IN FEDERAL SUPPORT 
PROGRAMS FOR PERSONS WITH MENTAL RETARDATION AND 
DEVELOPMENTAL DISA^T^ITY- NO ONE CAN CHALLENGE THE 
FACT THAT WE HAVE COME A LONG WAY NOR CAN THEY DENY 
THERE IS MUCH FOR ALL OF US TO LEARN, THAI'S WHY WE 
ARE HERE. WE MUST DRAW CN OUR EXPERIENCE AND CAPTURE 
THE PROGRESS BEING MADE ON MANY FRONTS, FROM 
TECHNOLOGICAL ADVANCES TC MORE COST EFFECTIVE DELIVERY 
MODES, TO MORE HUMANE SERVICES. 

I KNOW FULL WELL SOMI' OF THE DIFFICULT ISSUES WE 
ARE FACING IN MY OWN STATE. RECENTLY, TH12RE WAS A 
REVIEW AND SUBSEQUENT SH? FT IN THE ELIGIBILITY OF 
CERTAIN INDIVIDUALS AT OVE INTERMEDIATE CARE 
FACILITY. SOME INSTITUTIONALIZED RESIDENTS WERE 
REQUIRED TO MOVE TO COMMl NITY-BASED CARE. THE MOVE 
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brought with it new and greater opportunities along 
with shopter commutes for some families and loved ones 
of the former resident. however, for some, the 
s^»=:narj:o was less than rosey. community based care is 

NOT easily accessible. IN THIS CASE THE CHANGE CAN BE 
A WRENCHING ONE, WHILE I AM CONFIDENT THE PEOPLb WHO 
HAVE WORK'JD ON THIS PROBLEM IN KANSAS HAVE BEEN AS 
SUPPORTIVE AND HELPFUL AS POSSIBLE, WE -WERE NOT ABLE 
TO ESCAPE THE ANGUISH, CONFUSION, ALARM AND ANXIETY 
THAT RESULTS WHEN DISRUPTIONS OCCUR. 

ABOVE ALL WE MUST REMEMBER THAT WE HAVE A GREAT 
OPPORTUNITY TO MAXIMIZE THE QUALITY OF LIFE FOR THOSE 
ENTRUSTED TO OUR CARE. 
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STATEMENT BY \ V- 

SENATOR JOHN H. CHAFER 
ON 

S.220q: THE DISARLED PERSONS ACT 



Mr. Chairman, I am a co-sponsor of ?. 2209, The Disabled 
Persons Act which wc are considering today. I commend my colleague 
FROM Kansas for his introduction of this proposal. This legislation 

IS OF GREAT IMPORTANCE TO DISABLED AMERICANS WHO WANT To 
PARTICIPATE IN MANY FACETS OF LIFE, INCLUDING THE OPPORTUNITY TO BE 
PRODUCTIVE MEMBERS CF THE WO^K COMMUNITY. WhEN IT IS PASSED, 
DISABLED INDIVIDUALS WILL HAVE SOMETHING TO CHEER ABOUT " CoNGRESS 
WILL FINALLY ACKNOWLEDGE THAT INDIVIDUALS WITH DISABILITIES SHOULD 
BE SUPPORTED AND ASSISTED IN THEIR EFFORTS TO JOIN THE WORKrORCE 
RATHER THAN DISCOURAGED BECAUSE THEY CANf'JOT AF ORD THE HIGH COST OF 
THEIR DISABILITY-RELATED HEALTH CARF NEEDS WITHOUT SOME HELP FROM 
FEDERAL PROGRAMS. 

ReCAUSE If IS SUCH AN IMPORTANT ISSUE, I ALSO ADDRESSED THIS 
PROBLEM IN MY LEGISLATION, S* R7j>, ThE COMMUNITY AND FaMILY LiViNG 

Amendments of 1^85. Unfortunately, that bill does not seem to have 
as good a change for final passage this year as ^*220^, so i am 
pleased we are addressing this issue today. 

Prior to 1980, disabled individuals ran the risk of 
jeopardizing their supplemental security income (ssi) eligibility, 
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WHICH WHICH DETERMINES AN INDIVIDUAL'S ELIGIBILITY FOR MEDICAID, 
IF THEY WERE ENGAGED IN ANY SUBSTANTIAL GAINFUL ACTIVITY " AN 
INCOME PRODUCING JOB. Ir AN INDIVIDUAL WHO HAD A SEVERE HANDICAP 
SUCCESSFULLY PERFORMED ANY INCOME PRODUCING ACTIVITY, THft^ WAS 
VIEW^AS A DEMONSTRATION THAT HE OR SHE NO LONGER LACKED THE 
CAPACITY FOR WORK. BEFORE JANUARY I, 1981 GROSS EARNINGS ABOVE 
$300 WERE A BASIS FOR DENIAL OF SSI BENEFIT^. 

In 1980 AS PART OF THE SoClAL SECURITY ACT AMENDMENTS, 

Congress authorized a three year demonstration project providing 
special cash benefits and continued medicaid eligibility to 

ENCOURAGE DISABLED SSI RECIPIENTS TO ATTEMPT TO RETURN TO WORK. In 

1984 these provisions, known as section 619, were ex"^ <ded through 
June 30, 1^87. We are here today to discuss the permanent 
authorization of ssi and medicaid benefits under section 1619. 

i fully support efforts to encourage disabled individuals who 
wish to join the work force to have the chance to do so. rut we 
must be certain that barriers that discourage thtir participation, 
such as the possible loss of ssi or medicaid benefits^ are 
eliminated- access to the work community is critical in order to 
assist disabled persons to pursue full and active lives. 

We are in an era of changing technology and experience- Our 
understanding of the capabilities of those with disabilities is 

CHANGING QUICKLY. We HAVE MADE TREMENDOUS STRIDES IN OUR ABILITY 
TO HELP THOSE WITH DISABILITIES TO LEARN AND TO PARTICIPATE IN MANY 
DIFFERENT FACETS OF LIFE. ThESE INDIVinuALS REPRESENT A HIGHLY 
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MOTIVATED, DEPENDABLE WORK FORCE- ThIS LEGISLATION WILL GIVE THEM 
THE OPPORTUNITY TO FULFILL THEIR POTENTIAL- 
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Statement of Senator George J. Mitchell 
Health Subcommittee Hearing on 
Medicaid ^'inancing of Services for 
Developmentally Disabled Persons 
September 19, 1986 

Mr. Chairman, I want to thank you tor scheduling this hearing 
today to examine Medicaid financing of services for 
developmentally disabled persons in our society. 

In recent years wfj have witnessed a significant change in the 
treatment of the develo;;:..ien tally disabled in our communities. 
Thousands of persons who had been in large public institutions 
have now been placed in community-based settings. This 
movement towards community-based trea'uutent facilities has been 
a very positive experience for many of our citizens, but with 
this movement away from large institutions has come new 
chal lenges • 

Individuals placed in community-based settings may be in 
greater need of new skills including socialization, self-help 
and other adaptive skills necessary to reside successfully in 
home and community-based facilities. 
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It IS important that this Committee has as accurate a view as 
possible of the current situation with regard to the financing 
of services for the developnentally disabled. We must look at 
the type of facilities available, and make sure that our 
current funding structure best mcers the needs of this 
populat ion. 

I am pleased that so many witnesses are with us today, pers Dns 
and Organizations that represent a variety of perspectives on 
how best to provide services for the developmental ly disabled. 
I would especially like to welcome Bonnie-Jean Brooks, the 
Executive Director Of Opportunity Housing m Bangor, Maine, who 
IS representing the National Association of Private Residential 
Facilities for the Mentally Retarded. 

I look for\vard to the Lostimony to be presented by our 
witnesses and anticipate working with the Committee to continue 
to improve the iinportant pronrams and services for the 
developmentally disabled. 
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ABSTRACT 

The SAjor gourcc of PederAl support for pertont with aental retardation 
and developoental ditabilitiet it the Medicaid prograa, title XIX of the Soc 
Security Act. Thii paper deicribet Medicaid fervicet and other Federal 
prograns terving thit population and ditcuitet igguet in the delivery of 
tervicei to thete pertons. 
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SERVICES FOR PERSO«S WJ:ri MENTAL RETAROATION AND DfVy 01 hETf AL 
DISABILITIES: BACKGPjUND INFORHATION A/'D DISCUSSION OF ISSUES 

INTRODUCTION 

Services for persons with mentAl ritfirdAtion And relatvd conditions Are 
funded through a variety of Federal programs. The Medicaid program, title XIX 
of the Social Sec urity Act, provides ths major share of Federal resources for 
these persons. This paper describes the popul .ion of persons with mental 
retardation and related conditions, identifies the major sources of prugram 
support, and presents the amount expended. ihe development of services to this 
population IS presented beginning with the movement of some persons out of 
large isolated custodial facilities into more socially integrated, corrmunify- 
based settings. Although l' re is steady movement to increase community serv 
ices, there has also been a need expressed to maintain some level of cor ehen- 
sive care in larger facilities for some o*" these disabled persons. Issu< 
regarding services to this disabled population are discussed and relevant 
legislation is summarized. 
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I. HISTORY 



Over the patt 100 years i&any large inttitutiont were built to provide care 
for Dentally retarded persons. These inst i tut lont » which frequently served 
«any hundreds of residents, provided 2A-hour mainteiance and, in foeac facili- 
ties, therapeutic care. The institutions generally were built in rural areas 
not adi'rent to towns or cities, and for this reason, normal conoaunity involve- 
ment jf the inkl 1 tut lonal 1 zed residents was not generally possible. Prior to 
the 1930s, such institutional services were virtually the only available source 
of services for perrons with mental retardation, and many families were 
encouraged by their physicians to institutionalize severely handicapped 
newborns at birth. A General Accounting Office (CAO) report characterized 
institutional care as follows: 

Until the 1960s, Dentally disabled persons who could not afford 
private care had to rely primarily on public institutions for their 
care. Conditions in these institutions generally were harsh. Treat- 
ment programs were limited; living quarters were crowded; few recrea- 
tional or social activities were a*ailable; and individi^sl privacy 
was lacking. In gene al, the institutions served as custodial »et- 
tings, often with unpleasant conditions, and many people remained 
institutionalized for years. \J 



U U.S. General Accounting Office. Summary of a Report. Returning the 
Mentally Disabled to the Community: Governmeni Needs to do Kore; Report to the 
Congress by the Comptroller General of the United States. HRD-76-152A, Jan. 7, 
1977. Washington, 1977. p. 1. 
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In the 1950i parent* of relarded children began lo organize and lo cncour 
age the developiaenl of coomunity services so ihat their handicapped children 
coold receive spectaliced developaental service* while living at hora*. Theae 
parents also worked to bring about leiprovecnent s in institutions. This parents 
group is the Association for Retarded Citizens. The ooveaent to improve com- 
ounlty services and institutional conditions for njentaliy retarded persons was 
supported by President Kennedy who appointed a panel to study the issue and 
report to the President. The panel recocraended that institutional care be 
restricted to those retarded persons whose specific needs can be wet best by 
this type of service. The panel further recommended tnat local cormuin I tes , i 
cooperation wiih Federal and State agencies, undertake the development oi 
coRiDtini I y services for retcrded persons. Abuses and neglec* of retarded in- 
stitutionalized persons were reported in i tie press, and during the 1960s and 
the 1970s efr^/t.s were taade nationwide to improve conditions in institutions, 
expand aUernatives lo institutionalization, and move residents iron institu- 
tional to cocraunily settings. This became known as the deinstii l i ona I i zat i on 



Over the past 15 yean chert? has been a stendy decline in the number oi 
Jhentally relArdcd pertons served in public institutions. Services have been 
developed in ihe cooa>unily to help provide care for pcrions cominjj out of 
institutions and to offer an alternative to persons who tMy otherwise have 
required institutionalization. 

Several pieces of landmark legislation have been enacted by the Congress 
to provide services and protections for persons with menial retardation And 
related conditions. In 1971, Congress authorized Federal Medicaid funding for 
care provided in i nt ermed i ai e care facilities for the mentally reiarcied and 
persons with relaled conditi ons (ICFs/MR). ICFs/mR provide 24i-hoof care in a 



movement . 
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residential faciUly. The Medicaid prosrao is a Federal -Slale naiching prograo 
ihal provides aedical assisl/ince for lov-imoAe persons \A\o are aged, blind, 
disabled, or aeacters of fanilies wilh dependent children. To receive funds, 
ICPs/KR wist Beet Federal cftrt i f icat ion st ndards eslablishcd under the Medi- 
caid prograa. ^egulntiuns 'published in 1 74 (A2 C.F.R. UU7 subpart C) were 
intendSf^ to Cri.sure < safe iimd therapeutic environcenl and inc<ude provisions 
for adequate s affm^, health and safel equi.eoenis «nd mniiBun specifica- 
tions for indtvidijal space snd privacy. updaled regulation published March 
4, 1986, IS inten6ed to tnc.ease ihe focus on active treatment of .nslilution- 
alited persons anJ to improve the ability of State survey agencies to assets 
the quality of csre. Today lui. :i«w.c«iu ^^iugraai is ihe largest source of 
Federal support for services provided to persons wilh nental retardalion and 
related conditions. 

In 1973, the Developnenlal ly Disabled Assistance and Bill of Rights Act 
(P.L. 9A-103), included provisions intended to tciprove services to Dentally 
retarded and other disabled persons in i ns l i lut i ons . This law required that 
States subai'- a plan lo eliainale inappropriate placement in inslilulions and 
inprove the quality of institutional care. Stale plans were also required lo 
support the establ ishnenl of coesaunily prograns as aUernalives lo institu- 
tional itat ion. 

Also in 197S, the Education for All Handicapped Children Aci . ^. 9^- 
142), required States lo provide educational and supportive servicei mxhe 
least restrictive environaent for all handicapped children ages 3 to 21 

In 1980, the Civil Rights of Inst i tut i ona 1 1 ted Persons Act P.L. 96-'*47, 
gave the U.S. Attorney General explicit authority to initiate and inte vene in 
litigation involving the constitutional «*.ghts of institutionalised persons. 
The Attorney General it authorised to intervene if he believes that deprivation 
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of rights as p«rt of « pattern of der.i«l, if the suit as of general public 
importance, and if at as belaeved i.i«t inst i * uM on«l ised persons «re being 
subjected to **egrcgto>iS or fl3(r«nt" conditions which dcpt.ve such persons of 
«ny rights, privileges or inaunities under the Constitution or l«ws of the 
United States. 
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II. BACKCROUUD IHFORMATIOH 

A. Definition of the Target Population 

Medicaid Ic*. authorires Federal support for certain inttitutional acrvicet; 
for "the aentally retarded or persona with related conditions." Mental retar- 
dation if defined by the Ajnerican Association of Muntal Deficiency as signifi- 
cantly subaverage intellectual functioning existing with deficits in ada*)tive 
behavior and manifesting during the developaentAl period (during childhood or 
adolescence). The current Medicaid regulation defining "persons with related 
conditions" is based on the previous and current definitions of **developO}ental 
disability" at set forth in the Developoental Disabilities Act. 

A 1974 Medicaid regulation issued to cover care in ICfs/MR defined 
"persons with related conditions" by referencing the definition of develop- 
sjcntal disability as set forlh in a 1970 statute. 2/ This definition was 
originally based on specific ie»pairaents . .eluding aental retardation, cerebral 
palsy» epilepsy, and related neurological conditions. The current definition 
of developoental disability enacted in 1978 *s a functional definition that 
describes the adaptive capacity of eligible persons, but does not include 
S{:ecific in^aimientt. A developoentAl disability is currently defined under 

2/ Developoental Disabilities Services and Facilities Construction Act. 
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the Developaental Disabilities Act as a severe, chi:>nic disability which begins 
by the tine a person is a young adult and which su'jstant lal 1 y limits the 
person's ability to function independently* The *itatutory definition 



The term "developicental disability" means a severe, chronic disabtl" 
ity of a person which: 

(a) If attributable to a laental or physical iropaiment or combination 
of oental And physical impairioents; 

(B) is sianifested before the person attains age 22; 

(C) is likely to continue indefinitely; 

(D) results in substantial functional limitations in three o<^ more of 
the following arees of major life activity: self'care, receptive and 
expressive language, learning , mobility, self "direction, ca pa city for 
independent living, and economic self <-Suf f iciency; and 

(E^ reflects the persons' need for a combination and sequence of 
special, interdiscipl inary, or generic care, treatment, or other 
services which are of lifelong or expended duration and arc indi- 
vidually planned and coordinated. 

Because this definition does not include specific impairments, it c .n be inter- 
preted to include mental illness, and mental illness is not covered under 
Medicaid's ICP/HR benefit. Medicaid provides funds for .services ti the men- 
tally ill apart from the ICF/MR program. Theretore, the Health Can Financing 
Administration (HCFA) promulgated a new regulation to define "perso.is with 
related conditions." (51 Federal Register 19181, published May 28, 1986.) This 
definition includes co«nponenLs of the former and the current definitions of 
developmental disability and specifically excludes mental illness: 

"Persons with related conditiors" means individuals who have a 
severe, chronic disability that meets all of the following condi" 
t ions : 

(A) It IS attribu^'able to: 
cerebral palsy or epilepsy or any other condition, other than mental 
illness, found to be closely related to mer. al retardation because 
this condition results in impairment of general intellectual func- 
tionin;^ or adaptive behavior similar to that of mentally retarded 
persons, and requires treatment or services similar to those required 
for these persons. 



3/ Section 102(7) of the Developmental Disabilities Assistance and Bill 
of Rights Act. 
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(B) It it oanifetted before the person reAcheg age 22. 

(C) It it likely to continue indefinitely. 

(d) It retiiltt in substantial functional limitation in three or 
more of the following areas of aaajor life activity: self-c^re, 
understanding and use of language, learning, oobility, self-oirec- 
tion, capacity for independent living. 

In sunmary, it oight be said that the Medicaid program's support for 
perions with conditions related to uental retardation is intended for persons 
who<(e conditions cause severe intellectual or behavioral deficits requiring 
seivices similar to those required by sentally retarded persons. 

This paper will use the term persons with mental retardation or develop- 
fficutal disabilities (MR/DD) to mean persons who are eligible for a variety of 
Federal programs; the terra includes those toentally retarded and persons with 
other related conditions that are eligible for Medicaid services as described 
above. 



/ 
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in. MEDICAID SERVICES FOR MR/ DP PERSOWS 

The major lource of Federal support for care for HR/DD persons is 
Che Medicaid program, authorized under title XIX of the Social Security Act. 
The Medicaid prograsi is a Federal-State matching program which provides medical 
assistance for low-income persons who are aged, blind, disabled, or members of 
families with dependent children. Eligibility for Medicaid is generally linked 
to actual or potential receipt of cash assistance under the Federal Supplemen- 
tal Security Income (SSl) program for the aged, blind, and disabled or the 
federally assisted Aid to Families with Dependent Children (aFDC) prograc 
Most MR/DD persons who become eligible for Medicaid do so on the basis of their 
disabled status under SSI. It should be noted that under SSI disability rules, 
an individual is not considered to be disabled if he or she is able to engage 
in "substantial gainful activity" (SCA), which the Secretary of Health and 
Huisan Services (HHS) has defined as average counted earnings of $300 or more 
per month. For children under 18, disability must be oi comparable severity. 

All States cover the "categorically needy" under their Medicaid programs. 
In general, these are persons receiving cash assistance under SSI or AFDC. 
States have th. option of limiting Medicaid coverage of SSI recipients by 
requiring them to coeet any more restrictive eligibility standard that was m 
effect on January 1, 1972 (before implementation of SSl). These States are 
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coBBOnly referred to «8 "209(b) StAtet" in reference to the itatutory proviiion 
«hich give* then the option to u$e their 1972 eligibility standards instead of 
S3I*s. States choosing the more restrictive criteria oust allow applicants to 
deduct sedical expenses froa incooe in determining eligibility. States nay 
also cover certain additional persons as categorically needy who do not 
actually receive cash assistance. These night include persons who would be 
eligible for cash assistance, except that they are residents in oedical 
institution!! (such as skilled nursing facilities or interoediate care facili- 
ties). Many MR/DD persons who become eligible for ecedical assistance under 
Medicaid are conaidered categorically needy recipients. A/ It should be noted 
that under SSI (and therefore Medicaid) eligibility rules, an institutionalized 
individual is no longer fonsidered to be living m the same household as 
his/her parents or spouse after the first full month of institutionalization, 
and income of the parents or spouse is not considered as available, unless 
actually contributed, for the care of the institutionalized person. 

States are required to offer the following services to categorically needy 
recipients under their Medicaid programs: inpatient and outpatient hospital 
services; physician services; laboratory and x-ray services; skilled nursing 
facility (SNF) services for individuals over 21; home health services for those 
entitled to SNF care; early and periodic screening, diagnosis, and treatment 
(EPSDT) for individuals under age 21; and family planning services and sup- 
plies. States nay also provide coverage for a broad range of optional 

A/ Generally M&/DD persons who are categorically needy recipients are 
permanently and totally disabled individuals eligible to receive SSI assis- 
tance. In addition, HR/DD persons may become eligible for Medicaid assistance 
if they are "medically needy." The medically needy are aged, almd, disabled, 
or members of families with dependent children (1) whose incoms and/or resour- 
ces are slightly in excess of standards for SSI or AFDC cash aisistance, and 
(2) who incur medical expenses which reduces their income to tie State's medi- 
cally needy income eligibility level. 
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•ervicet» including drugs, interoediate care facility (ICF) services, and eye- 
Sldftet. States are pcrni t ted to establ ish lit&itati ons on the anount of care 
provided under a lervice category (fuch as limiting the number of days of 
covered hospital care or the nunber of physician services). Because States 
hAve flexibility in defining the services that will be covered under their 
Medicaid plans, the actual services that an KR/DD Medicaid recipient receives 
will therefore vary from State to State. 

In general, HCFA, which, together with the States, administers the Medi- 
caid program, does not collect data on the utilization by MR/DD eligible recip- 
ients of most categories of services covered by the States in their Medicaid 
programs. However, HCFA does report data on certain institutional services 
frequently used by this population. In addition, data from a special study on 
services used by the MR/DD population are discussed later in this paper. 

A. Institutional Services Covered under Medicaid 
for MR/DD Individuals 

Under Medicaid, States provide institutional services to HR/DD persons 
primarily through facilities known as intermediate care facilities for the 
mentally retarded (1CFs/MR). Medicaid law def ines in section 1903(c) of the 
Social Security Act an ICF as an institution which: (l) is license'^ -noer 
State law to provide, on a regular basis, health-related care and services to 
individuals wno do not require the degree of care and treatment which a 
hospital or skilled nursing facility is designed to provide, but who, because 
of their mental or physical condition require care and services (above the 
level of room and board) which can be made available to them only through 
institutional facilitiesi (2) meeis sLan'*ards prescribed by the Secretary as he 
finos appropriate for the proper provision of this carej (3) meets standards of 
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safety and sanitation which Are established by the Secretary in regulation in 
.addition Co those applicable to nursing hones under State law; and (^0 meets 
requireaents for protection of patients' funds. 

Medicaid statute also specifies in section 1905(d) that internedAate rare 
facility aerviccs aiay include tervices in « public institution (or diitl..ct 
part thereof) for the mentally retarded or persons with related conditions if, 
aaong other things: (1) the prioary purpose of the institution (or distinct 
part thereof) is to provide health or rehabilitative services for caentally 
retarded individual* and the institution meets such standards as may be 
prescribed by the Secretary; and (2) the mentally retarded individual is 
receiving active treatiuent. These facilities are know as ICFs/KR. 

In FY 1985, only one State, Wyooing (in addition to Arizon* which is 
operating an alternative demonstration program), diU not cover ICF/MR services 
under its Medicaid program. According to HCFA approximately 150,000 persons 
were served in ICFs/MR in FY 1985. Federal and State expenditures for ICF/HR 
care totaled $4.7 billion in FY 1985. 

Some MR/DD persons are also se-^ed under Medicaid in ICFs and SNFi., that 
are not ICFs/MR. According to HCFA, ICFs and SNF* are generally not considered 
to be appropriate settings for care for HR/DD individuals. However, if an 
HR/DD individual has reached the capacity of his intellectual and social devel- 
opment or requires primarily skilled medical care, then an ICF or SNF may be an 
appropriate setting for his care. HCFA estimates that up to 10 percent of 
residents of ICFs and SNFs are mentally retarded persons. (In FY 1985, there 
were 826,966 recipients of ICF care and 5A7,051 recipients of SNF care. 
According to the HCFA estimate, about U0,000 of these pet sons were mentally 
retarded. 
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B. Hone and Coronunity-Baged Services for the HR/DD Individuals 

Section 1913(c) of Medicaid law authorizes the Secretary of HHS to waive 
certain Medicaid requirenenls to allow States to provide a broad range of home 
and cooaunity^based services to individuals who would otherwise require, and 
have paid for by Medicaid, the level of care provided in a SNP or ICP. Hoi&e 
and cocxaun it y~ based services waivers are frequently referred to as 2176 waivers 
after the section in the Osffiibus Budget Reconciliation Act of 1961, P.L. 97-33, 
which authorized them. Although certain home and cooiaunity-based services 
could oe covered by the States under their Medicaid plans prior to the araend- 
laent , the 1961 legislation provides States with increased flexibility to offer 
an expanded range of such services, to determine individuals to be covered, and 
to define the geographic areas to be served. 

Under the this waiver authority, HCPA is allowed to waive two specific 
Medicaid requirements: U) a requirement that Medicaid services be available 
throughout a State, and (2) a requirement that covered services be equal in 
amount, duration, and scope for certain Medicaid recipients. By allowing the 
Secretary to waive these requirements, States are given flexibility to offer 
selected 2176 home and comouni ty -based services in only a portion of the State, 
rather than in all geographic jurisdictions as would be required absent the 
waiver, and to offer selected services to certain State~def ined individuals 
eligible for Medicaid assistance, rather than offering such services to all 
eligible individuals. 

In order to receive approval for a waiver. States must provide a nuaber of 
assurances to the Secretary, including one requiring that Lhe estimated average 
per capita expenditure for medical assistance under the waiver for those re- 
ceiving wavered services in any fiscal year not exceed 100 percent of the 
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average per capita expenditure that the State reasonably esiinate* would have 
been incurred in that year for that population if the waiver had not been 
granted. In addition. States mutt assure that necessary safeguards (including 
adequate standards for provider participation) have been taken to protect the 
health and welfare of individuals provided services under the waiver and to 
assure financial accountability for funds expended for thece ser«/ices. 

SLoites nay cover the following services under 2176 waivers: case manage- 
oent y homemaker/hone health aide services, personal care, adult di y health, 
habllitation services, respite care, 5/ and such other services requested by 
the State and approved by the Secretary. These other services ha^e included 
home modifications, non-iaedical transportation, nutritional counseling, and 
congregate and home-delivered meals. 

The client groups most frequently served by States under the waiver have 
been the aged/disabled and KR/DD. Since the inception of the program, HCFA has 
approved 144 waivers in 47 States. As of August 25, 1986, 104 approved waivers 
are active in 44 States. Of the total active waivers, 46 are currently serving 
KR/DD persons in 3S States. A HCFA survey of active waivers as of September 
30, 1985, showed that 21,109 HR/DD persons were being served at thit time. The 
most frequently offered services to HR/DD individuals under the wa ver program 
have been case management, habituation, and respite care. A provision in the 
Consolidated Omnibus Budget Reconciliation Act of 1986, p.L. 99-27:, defined 
habilitation services, for purposes of 2176 waivers, as services designed to 
assist individuals in acquiring, retaining, and improving the self-help, soci- 
alization, and adaptive skills necessary to reside successfully ir home and 
community based settings, including prevocational, educational, and supported 

5/ See Glossary at Appendix A for definitions of these terms. 
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enployaent tervicet* 6/ Habilication services provided under the wsiver 
authority cannot include special education and related services as defined in 
the Education of the Handicapped Act which otherwise are available through a 
local educational agency, or vocational rehabilitation services 7/ which 
otherwise are available through a progran funded under the Hehabi 1 itat ion Act 
of 1973, ei aaended. 

C. Standards for Assuring Quality Care for MR/DD Medicaid Recipients 

As noted above, the Medicaid statute requires that servic<^. provided to 
KR/DD recipients, ;^ether in the coofaunity or an institution, oeet certdin 
standards designed to protect the health and safety of the recip entt of serv- 
ices • 

1 . Hooe and Coctnunity-Based Waiver Services 

For hooe and cOEsaunity-baaed services provided under 2176 waivers, final 
regulations issued by HCFA March 13, 1985, require States to provide Assurances 
that necessary safeguards have been taken to protect the health and welfare of 
the recipients of these services. The regulations specify that safef.uards 
include adequate standards for all types of providers that furnish services 
under the waiver as well as standards for board and care hoaes where a signif- 
icant number of SSI recipients are residing or likely to reside and where hone 
and coomuni ty-based services nay be provided. If the State hat licensure or 
certification requireaents for any services or for individuals who furnish 



6/ Ibid. 



7/ Ibid. 
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these tervicet under Ihe waiver, ii taotl oture HCFA ihAl che tCandardt in the 
licentuk'c or cerCi f icaCion require»ent» will be met. The preamble to interim 
regul«tiont on the waiver progran pointed out that the regulations do not 
utCeapt to define these safeguards or Co prescribe how Chey «re to be devcl' 
oped. Rather they leave to the State the responsibility for determining what 
Che necessary safeguards are, to define then or specify how they will be devel* 
oped and iapleoented, and to explain how they saCisf/ the statute* 

2. ICF/mR Services Under Medicaid 

Medicaid statute requires ]Crs/HR to meet certain definitional require- 
laentf as well as standards prescribed by the Secretary for safety and sanita- 
tion and for the proper provision of care- These standards were originally 
published by the Secretary in regulations in 197A and have not been signifi- 
cantly revised since then. HCFA has proposed a general revision of these 
standards in a rule published March 4, 1986. According to HCFA, this revision 
is intended to increase the focus on the provision of active treatment services 
to clients, clarify Federal requirement s , maintain essential client protec- 
tions, and provide State survey agencies with a more accurate mcchanisa for 
assessing quality of care. 

Current standards prescribe requirements for staffing, resident living 
areas, residents* rights, nedical, nursing, and dental services, food and 
nutrition services, among others, which an ICF/mR must meet in order to parti- 
cipate in Medicaid. 

fiegulations also define in greater detail certain other requirements 
contained in Medicaid law for ICFs/mR. For example, regulations require that 
active treatment provided by iCrs/MR include: (1) regular participation by the 
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recipient in profcttiotuUy developed And tuperviied activities, experiencet, 
or therapies} (2) «n individual written plan of care that set* forth aeaturable 
goals or objectives for desirable behavior and a projraa for reaching thea; (3) 
an interdisciplinary professional evaluation; (A) reevaluati<m at least an- 
nually by Che staff involved in carrying out the resident's individual plan of 
care to review progress Dade toward oeeting the plan's objectives, the appro- 
priateness of the plan, continuing need for institutional care, and considera- 
tion of alternative octhods of care; and (5) an individual postinsti tutional 
plan of care that is developed before discharge and that specifies appropriate 
services, protective supervision, and other follow-up services needed in the 
resident's new environment • 

States must certify thai ICFs/KR aeel these various requirements «nd 
standards before Federal payments i&ay be aade for care provided to eligible 
recipients in these institutions. Medicaid law requires the State Medicaid 
agency to contract with a State survey agency to deteraine, through ^.nspection, 
whether facilities »eel the requireaentt for participation in the Medicaid 
progrsD. The survey agency nay certify a facility that fully aeets require- 
ments and standards for up to 12 nonlhs. Survey agencies nay also certify a 
facility for participation if it is found to be deficient in one or more stan- 
dards if the deficiencies, individually or in cot^inalion, do not jeopardise 
the health and safely of patients and if the facility subaits an acceptable 
plan of correction for achieving coopliance within a reasonable period nf time. 
A facility with deficiencies that do not jeopardize the patient's health and 
safety may continue to be certified under Medicaid for a period of up to 12 
months while it corrects the deficiencies. 

In the Omnibus Reconciliation Act of 1980» P.L. 96-699, Congress author- 
i&ed the Secretary of HHS to "look behind" a Stale's survey of nursing homes 



38 



33 



CRS-20 

And fuke «n independenl. «nd binding deterainat. ion regarding a facility's con- 
pliance with progrta requireeentt and tt«ndardt. If the Secretary finds ir^t a 
facility faila to neet progroa requirements and atandarda, he is authorised to 
terminate the facility's participation until the reason for the temination has 
been rcaoved and there la reasonable aasurance that it will not recur. In FY 
1985, HCFA coeapleted 464 look-behind surveys of ICFa/HR. In that year, 72 
facilitiea, or IS percent of the tot;il nuaber inspected by HCFA, were notified 
of aoaic fom of possible adverae action by HCFA. Eight facilities were actu- 
ally terninated or voluntarily withdrew their participation following HCFA 
inapections. In FY 1986, HCFA has corple'ed look-behind inspections as of 

August 1, 1986, and 60 facilities, or 12 percent of the total inspected, have 
been notified of the possibility of aooe kind of teraination proceedings. 

In additi')n, before the enactoent of P.L. 96-499, if a State survey agency 
aade a deterainat ion that a facility could not comply with requireaentt and 
atandards for care, the only available sanction was to lerainnte the facility's 
provider agreeaent. P.L. 99-499 provided HCFA and State Hedicaid agencies with 
an alternative intermediate aanction for deficient ICFs an<l SNFc. When a 
finding It aade that a facility no Icnger substantially meets the law's re- 
quirements and standards of care, and deficiencies do not immediately jeopar- 
dize the health and safety of the facility's patients, the Secretary and/or 
State nay, instead of terminating the facility's participation in the program, 
refuse to make payments on behalf of eligible individuals later admitted to the 
facility. However, if it is determined that the deficiencies do icnediately 
jeopardise the health and safety of the facility's patients, the Secretary or 
State must terminate the facility's participation in the program. If the 
decision IS made to deny program payment instead of term<nating a lacility'y 
participation, the facility cwst achieve substantial coepliance with prograa 
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r^quireetfntt or \y, found to tuve ludc « tood faith effort to correct its defi* 
cicociat by tha tnd of the lUh aonth following the sfinlh when a decision >• 
nade to deny raynent. Final regulations lapleAenting these provision were 
publiahed July 3, 1966, and becane affective August 4, 1986. 

The Consolidated Budget Beconcilielion Act of 1963 (COBEa), P.L. 99-272, 
enacted April 7, 1966, provided States additional options under which ICFs/HR 
thnt arc found t.'>e Secre'.^ry l'^ have substantial deficiencies that do not 
pose an IsoMrdiate thrti to racipi^^nts' haalth and safety nay remedy those 
deficiencies. These provisions in COBRA aTow the Slate Medicaid agency to 
subait written plans to the Secretary eitLer tc sake all necessary corrections 
in auch facilities, including staff and physicnl plan corrections, within 6 
■lontha of the approval date of the plan, or to reduce peraanentlv the number of 
beds in certified units within 36 nonth« of ihe •rproval dste of the plsn. 
Theae options apply only to correction .tnd reduction plan* approved by tiie 
Secretary within 3 years after the effective date oi final regulations. 
Proposed regulations for these COBRA provisions were published by HCFA July 2b, 



1966. 
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IV. FEDERAL EXPENDITURES FOR PROGRAMS SERVING THE 
MR/DD POPULATION 



It is escinaced that in FY 1983, $4.7 billion in Federal fund:: was used Co 
sapporC various services for the HR/DD population. BJ Of this Federal total i 
$2.7 billion or 3? percent, was used for room and board, health, and rehabili- 
tative services delivered in ICFs/MR. The next largest Federal estimate was 
$930 ail Hon for Medicaid services delivereti to MR/DD persons who were not in 
I CPs /MR. 

The following services may be delivered in or out cf institutions, but are 
primarily contnuni ty-based services, riunan development services accounted for 
$347 million and included grants to States for developmental disabilities 
programs and social services. State developmental disabilities services are 
focused primarily on community living services, employment-related activities, 
child development services, and case management services. State grants for 



8/ Data in this paragraph are from: Braddock, David. Ph.D. Federal 
Spending for Mental Retardation and Developoental Disabilities. Public Policy 
Monograph Series no. 7. University of Illinois at Chicago. July, 1983. p. 31 
And 71. This research was partially supported by the National Institute of 
Handicapped Research, U.S. Department of Education and by the Administration on 
Developtsental Disabilities, U.S. Department of Health and Human Services. The 
data for this report were obtained directly from the States and, to a lesser 
extent, from HCFA. This research provides the most comprehensive analysis of 
expenditure data for MR/DD persons by source of support. 

In addition to the Federal funds discussed here. States provide funding 
for services for the MR/DD population that is in excess of the Federal amount. 
The voluntary sector also provides funds for MR/DD services. 
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•ocial servicei, authorircd under title XX of the Social Security Act, my be 
4ised to assiitt the MR/DD population in areas such ai protective tervicet, day 
care services for adults, training, and eaplox«nt services. Por special 
education services to KE/DD children, $320 eillion in Federal dollars vas 
expended. Vocational rehabilitation services used to train and place KB/DD 
adults into caployoent accounted for $134 aillion. Chart 1 shows the total 
Federal support for MR/DD services in FY 1985, 82.2 percent of which is used 
for public health services. Chart 2 shows Federal spending for public health 
services for MR/DD persons in FY 1985. Table I susxaarizes individual eligi- 
bility and services covered under the oajor Federal programs serving the MR/DD 
population. 

In addition to Federal funds. States provide funding for services to HR/DD 
persons. A recent study eitisiates that in FY 1984, State funds accounted for 
54 percent of the cost of institutional services and 70 percent of the cost of 
coRXBunity services. 9/ 



9/ Braddoi^k, Dsvid, et al. Public Expenditures for Mental Retardation 
and Dcvelopacntal Disabilities in the United States. State Profiles, public 
Policy Monograph Series no. 5. University of Illinois at Chicago. Dec. 1984. 
p. 19. 





CHART I. FEDERAL SUPPORT F(» MR/DD SERVICES: FY 1985 
([k>llars m Billions) 




Toto! Services Funding: $4,685 Billion 
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Sourcai Reproduced from Braddock, David, Ph.D. Federal Spending for ^!ental Retardation and Developciental 
Disabilities. PuMlc Policy Konogreph Series no. 7. The University of Illinois at Chicago. July 1985. p. 31. 
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CHART 2. gSTtKATSD FBD8RAL SPCNDIHG FOR HR/DD PUBLIC HEALTH SERVICES: FY 1983. BY PROGRAM 

(Dollars in Billiont) 




Source: Roprodv ;«»d Braddocki David, Ph.D. Federal Spending for Mental Retardation and Developmental 

Di»abiliti«s. Puhlic Policy llonograph Series no. 7. The Jnivorslty of Illinois at Chicago. July 1985. p« 71. 
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TABLE 1. 



Major Federal Support for KR/DD Services: 
Services Covered and Eligibility 



Prograa 



Services covered 



Eligibi ity 



Medicaid 
ICP/MR 



Medicaid 
Not ICP/HR 



Humap development 
services 

(delivered in or 
out of institu- 
tions) 



Health and rehabilitative 
services y including active 
treatiaent in an institution 
certified as neeting various 
requireioents and standards. 



Services which States are 
required to offer to certain 
recipients, including 
inpatient hospital services, 
physicians services, 
laboratory and x-ray 
services, and other optional 
services which States oay 
cover such as prescription 
drugs, eyeglasses. 

Developmental disabilities 
services including child 
development, employment -re- 
lated services, alternative 
consunity living arrangement 
services, and case macJge- 
ment services. Also in- 
cluded are df.velopnental 
disabilities interdiscipli- 
nary training and protection 
and advocacy grants. 

This category also includes 
a wide range of social serv- 
ices under the Social Serv- 
ices Block Grant, as well as 
Child Welfare Services, 
Headstart, and the Poster 
Grandparent Program. 



Generally, disabled per- 
sons receiving ci sh assis- 
tance, or if in 40 insti- 
tution, eligible ,0 re- 
ceive cash assistance 
under SSI, or the .)edi- 
cally needy who inCur 
medical expenses which 
reduce their income to the 
State's eligibility level. 

Generally disabled persons 
receiving cash assist^^nce 
under SSI, or the aedv- 
cally needy. 



Persons meeting the de- 
finition of developnenr.al 
disability. 



These programs are gener- 
ally available to MR/DD 
and other persons. 



4b 
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TABLE U Kajor Federal Support for KR/00 Services: 
Services Covered and Bligibilicy^concinued 



Program 



Services covered 



Eligibility 



Speci&l education 
(delivered in or 
out of institu- 
tions) 



Vocational 
rehabilitation 
(delivered in or 
out of institu- 
tions) 



Includes funds for special 
education and related .serv- 
ices for handicapped chil- 
dren in State-operated or 
State->supported schools; 
funds for State grants to 
provide special education 
services to all handicapped 
children; and funds for 
preschool incentive grants* 
Special education includes 
classroom instruction, 
instruction in physical 
education, hone instruction, 
and instruction in hospitals 
and institutions. Related 
services include transporta- 
tion and such developetental , 
corrective, and other sup- 
portive services as cuy be 
required, as veil as early 
identification and assess- 
nent of handicapping condi- 
tions in children. 

Includes Federal allotnenta 
to State vocational reha- 
bilitation a3encies to 
provide cocuprehensive serv- 
ices to handicapped individ- 
uals including evaluation, 
physical and cental restora- 
tion, vocational training, 
special devices required £rtv 
erployaent, job placement, 
foUouup services, and any 
other services necessary to 
Bake the handicapped person 
eeployable* 



Handicapped children oeans 
children with the follow- 
ing disabilities who 
require special education 
and related services! 
nental retardation, hear- 
ing inpairments, speech or 
language inpaiments, 
visual impairaents, ser- 
ious eiaotional distur- 
bance, orthopedic ii^pair- 
icents, specific learning 
disabilities, other health 
inpainnents. 



Handicapped individual 
neans a person with a 
physical or mental dis- 
ability which results in « 
substantial handicap to 
employment; the individual 
must be expected to bene- 
fit in terms of employ- 
ability from the services 
provided* 
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V. COSTS AMD KUHBER OF PERSONS SERVED IM 
RESIDENTIAL FACILITIES 

A. Overview 

There is no precise figure available of the nuaber of HR/DD periions in the 
U.S* or of the nutober of mentally retarded or persons with related conditions 
eligible for Medicaid* The numbers presented below are based on persons served 
in different types of facilities, but do not include persons living with their 
families y many of \A\om would request services if there were additional com' 
ounity-based residential services available* There is lack of uniformity in 
the numbers presented below because data are from different agencies and 
represent different years* The numbers also overlap* The type of facilities 
that may care for KR/DD persons may be licensed by the State to provide some 
level of care and services* Among licensed facilities, some may be certified 
by Medicaid as ICFs/KR. Licensed facilities, including ICFs/mR, may be public 
or private* Unlicensed facilities would necessarily be private* 

In FY 1982, 243,669 persons vere served in licensed care facilities* This 
number includes public and private facilities, but does not include MR/DD 
persons in unlicensed facilities* In FY 1984, 109,827 persons were served in 
public institutions, most of which are ICF/mR certified* This number does not 
include persons served in private facilities. The number served in ICFs/mR, 
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158,616 in FY 198A, includes public and privace ICFs/hR, buc does noC include 
.those in facilities not certified to receive ICFs/KR funding* It is estimated 
that the number of persons potentially eligible for ICF/KR services is at least 
double the number currently receiving such services* Annual costs of ICF/KR 
services are presented and per dien ICF/HR costs are compared with costs in 
facilities not certified as ICFs/hR* 

B* Estimate of Yotal Huaber of HR/DD Persons 

A recently-published study of the total number of persons who could be 
eligible for ICP/hE services indicates that about 377,000, or slightly more 
than double the present number of persons, are potentially eligible* 10/ Thir. 
number is based on an estimate of the number of severely and profoimdly 
retarded persons in the U*S*, on the assumption that ICF/hR services are most 
appropriate for this population* If mildly and moderately retarded persons are 
also target populations of Hedicaid-funded community-based services, the 
potential eligible population could approximate 2 million, according to the 
author of the article cited above* 

C* Huaber and Characteristics of HR/DD Persons in Licensed Care 
Facilities 

A 1982 survey indicated that in that year there were 243,669 KR/DD persons 
served in soiie type of facility specifically licensed for the care of mentally 
retarded peoplet public or private institutions, nursing homes, supervised 



10/ Lakin, Charles and Bradley Hill* Target Population, from An Analysis 
of Hedicaid*a Int.trmediate Care Facility for the Hen tally Retarded (ICF/KR) 
Program, Center for Residential and Cocnunity Services, University of 
Hinnesota, Sept* 198^, p* 2*37* 
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group or individual livi.T ArrAngeeent, foiter care, and boarding hornet. Table 
2 thowi the number of perioni served by iize of facility «nd the nuaber of 
facilitiei in each iise category. 



TABLE 2. Hunber of Persons with Mental Retardation or Related 
Conditions Served in State Licensed Residential 
Facilities as of June 30, 1982 



Huaber of beds 


Nunber and (percent) 


Humber of 


in facility 


of persons served 


facilities 


1-6 a/ 


33,188 (lA) 


10,469 


7-15" 


30,515 (12) 


3,393 


16-63 


25,691 (10) 


1,098 


6A-299 


45,709 (19) 


495 


300* 


108.566 (A5) 


178 


Total 


243,669 (100) 


15,633 



a/ Facilities of six beds or fewer are mostly fosler care arrangements. 



Source: Lakin, Charles, Ph.D. Center for Residential and Cotxxsunity 
Services, University of Minnesota^ Prom 1982 Hational Survey of Residential 
Facilities for Mentally Retarded People. (Survey supported by a grant from the 
Uealth Care Financing Administration (HCPA).) 



D, Public Institutions 



Large institutions originally built to provide 24-hour care to mentally 
retarded persons became, in many places, the only available residential facil- 
ity for persons with severe cerebral palsy, uncontrolled epilepsy, autism and 
certain other severe, chronic or multiply nandicapping conditions. Facilities 
providing institutional care for these MR/DD persons range in size from 16 to 
2,000 beds, although about one half of all institutionalised MR/DD persons are 
in State-operated facilities of 300 beds or over. 
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Over the pait decade, there h«i b«en « tutionvlde effort to aove leii 
^everftly difltbled perion* out o£ Urge public iDit.itutioni and into mil 
comunity-b«i«d facilitiei. Ai a reiult, the ;>oi»iUtion of public inititutiosi 
decreaied 42 percent between 1970 and 1984, fro* 189,546 to 109,827. 11/ 

At disabled perioni were traniferred froa inititutioni to comnity lat^ 
ting! over the pait decade, those reMining in public inititutioni tended tc be 
the noct leveraly handicapped perioni. In 1982, 57.2 percent of the reiideota 
of public inatitu'cioni were profoundly retarded, 23.8 percent were itvercly 
retarded, 12 »3 percent were stoderately retarded and 6.1 percent were eildly 
retarded. 12/ Thoie reaaining in inititutioni were alio sore likely to have 
aultiple handicapi. Of the ^nititutionalised retarded perioni: 12 percent 
were alio blind) 6 percent were deaf; 41 percent had epilepiy) 21 percent had 
cerebral pal ay; and 36 pcrce;it h&d an enotional handicap. In 1976, 34.4 per- 
cent of the reiidenti of public reiidential facilitiei were aultiply handi- 
capped; thii nuaber had i^creaied to 43.1 percent by 1982. The percentage of 
thoie with an eaotional handicap nearly tripled during that period froa 13.3 to 
36.0 percent. In ausnary, of thoie refidenta reaaining in public institutioni, 
81 percent are leverely or profoundly retarded, 43 percent are auUiply handi- 
capped, and 36 percent have m enotlonal handicap. 

Thr functional level of theka nititutionalited reiidenti ii charccterited 
as foUotii; 

o 29 perctrit could not w.'ilk without aicistance; 
o 61 percent cculd net £reri withcdt aiiietance; 
o 40 percent could i;ot eat without a^iiitance; 
o 26 pet'Cent could not i:nderitand the apoken word; 



n/ See appendix B for the average daily population o' perioni in public 
reiidential facilitiei froa 1970-1984. 

12/ Data from Charlei Lakin, Ph.D. Univeriity of Hinneiota. 
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^ SS percent could not couuniceCe vtrbelly; end 
o^O percent were not toilec-treined. 

K« ProirM Cottt end Pertont Served in iCFi/KR 

In FY the aott recent year for vhich such date ere svsilsble» 

158,616 KR/DD persons wer« served in the ICF/K& prosren st e cost of $2.6 
billion in Federal expenditures* TebU 3 indicates thst ICF/HR expenditures* 
as a percentsge of to.Jl Federal Medicaid expenditures, increased froa 1 
percent vhen the prograa begtn in FY 1972 to 13 percent in FY 1984. Although 
the ICF/KH prograA absorbed 13 percent of the Federal Medicaid dollars in FY 
198A, its beneficiaries accounted for less than 1 percent of the persons served 
under the Medicaid progran* The ICF/HS prograo grew rspidly in the first 
decade, and experienced an average annual rate of increase of over 18 percent 
between FY 1972 and FY 1981* This rste of growth has declined in taore recent 
years, and averaged an annual 9 percent increase between FY 1981 and FY 198S* 
In FY 1983, there was only a 3 percent growth rate* 

There is great variation in the extent to which States participate io tAe 
ICF/KR prograa* Of all beds licensed or operated by the States for care of the 
HR/DD population, the percentage of ICF/KR-certified beds ranged fron a high of 
98 percent in Minnesota to a low of 17 percent in West Virginia* Appendix C 
shows this percentage by State* It is estinated that in FY 1986, approxioately 
77 percent of the Federal ICF/HH funds are being used in public residential 
facilities and 23 percent are being used in privste residential facilities* |3/ 



13/ Braddock, David, et al* Public Expenditures for Mental Retardstion 
and Developotntal Disabilities in the United States* State Profiles, Second 
Edition, FY 1977-FY 1986* Public Policy Monograph Series no* 29* University 
of Illinois at Chicsgo* Sept* 1986* p* 63* 
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TABLE 3* History of ICF/HX Reiaburseaenti 
($ in thoui«ndi) 



Total 
Medicaid 
Fiscal Fedtral 
Year Funding 



ICF/HK as Z 
ICF/K2 of Total 

Rsisburacacnti Federal 
Federal Share Hsdicaid 



Total 

ICF/HR Medicaid 
Residents Uscipients 



72 (est.) 


$3,527,467 


$36,872 


1973 


4,838,260 


92,181 


197A 


3^390,413 


113,833 


197S 


6,873,890 


193,174 


1976 


7,913,889 


336,904 


1977 


9,114,477 


613,337 


1978 


10,066,344 


817,393 


1979 


11,438,642 


1,080,462 


1980 


13,291,174 


1,479,283 


1981 


13,739,472 


1,833,670 


1982 


16,743,303 


2,170,314 


1983 


17,731,943 


2,39$, 178 


19BA 


19,884,000 


2,372,336 


198S 


22,116,000 


2,637,00C 



1.03Z 


12,188 


18 


311,978 


1.91 


30,472 


n 


998,366 


3.04 


40,008 


21^ 


008,607 


2.84 


33,033 


22 


,413,309 


4.26 


83,633 


24 


666,233 


6.73 


100,823 


22 


.129,873 


8.12 


100,496 


22 


206,377 


9.43 


113,168 


21 


31^6,713 


11.13 


123,328 


21 


7n,316 


11.63 


173,764 


21 


97S,638 


12.96 


134,303 


21 


936|446 


13.49 


133,194 


21 


493,000 


12.94 


138,616 


22 


487, COO 


12.01 




23 


114,0^>0 



Source: Braddock, David, Ph.D. Federal Spending for Hental Retardation 
and Developmental Disabilities. Public Policy Monograph Series no. 7, 
University of Illinois at Chicago, July 1983. p. 72. 
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3,0 




72 73 74 75 76 77 78 79 80 81 82 83 84 85 

Year 



Sourc«i Atprodtx)*d fcott Br^ddockf Oavid, ph.D. r*(S«rAl spendln? for Hantal lUtArd*tlon «n^l D«velopMfttal 
DiMbilitlts. Public Policy HooogtJiph S^xUb no. 7. Th* Oniv«rsity oZ Xllinols at Chicago. July 1985. p. 74. 
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?• Per Pica CotH by Type of Ficility 

Kunerous studiti Ktvt attopted to identify the per dies cost differential 
between institution and coaaunitjrbssed reiidentUl progrsas for the HR/DD 
population. A recent asiessaent of 11 of theie studies shows that while there 
«»«re lower average per dica costs for cocnunity services, there was s wide snd 
unexplained range of costs even in supposedly coaparable settings with coo- 
parable clients. Higher than average costs were found for persons with severe 
snd/or Aulciple disabilities and for school age dissbled persons, regsrdleis cf 
service settings. As KR/DD persons noved froo institution to coexnunity care 
settings, responsibility for funding of services shifted froa Federal to State 
snd local gcvema€i:ts. Generally higher functioning levels were found anong 
KR/DD clients served in the cocaunity, snd there was an overall association 
between cooaunity psrograss and iaproved client outcoaes. 14/ 

Facilities certified as XCFs/kR aty aaintsin higher standards of care i n 
non'-certif ied facilities, and facilities of lest than 16 bed< tend to serve the 
less severely disabled persons* According to one najor study (see Table 4), 
the nost expensive facility was the State-operated XCF/hR with 16 or aore beds. 
Th« lCF/KS-*certif ied institutions of 16 or core beds provide services for 
persons who tend to be very severely iapaired* The per patient per diea cost 
of a State-operated ICF/KR ranged froa a high of $KS per day in the District 
of ColtAbia to a lav of $40 per dsy in Kansas snd Oklahooa. 15/ The cost of a 

]14/ Kotler, Ktrfjn, et al. Synthesis of Cost Studies on the Long-Tern 
Care of Health-lepaintd Elderly and Other Disabled Persons: Executive Suaaary. 
Macro Systeas, Inc., Itilver Spring, Maryland, Sept. 16, 198S. See also 
footnote . 

1^/ See appendix 3 for XCF/hR per dica rates by State. The variation in 
per diea rate is baeed on differences in kinds and anounts of services provided 
and differences in salaries and other institutional expenses, according to a 
UCFA official. 





49 



CRS-37 



privately operated non-certified residence of IS bedi or fever wai the leact 
«xpeniive option at $2S per day; thii aoount did not include thft coit of coo- 
aunity aervicei received away froa the residence* 

TABLE 4* Per Diea Cciti for Perions with Mental Betardation 
or Related Conditioni Served in 
State Licenied Reiidentittl Pacilitieii FY82 

Nuaber of beds Public facilities Privete facilities 



16» beds 

ICF/KR certified $87 $51 

Non-certified 73 39 

1-15 beds 

ICP/MR certified 82 62 

Non-certified 33 25 

Source: Lakin, Charles, Ph.D. Center for Residential and Cocaunity 

Services I University of Minnesota. Telephone conversation with the author i 
June 21, 1985* Data from 1982 National Survey of Residential Facilities for 
Mentally Retarded People. 



The differences in employee salaries and benefits account for some of the 
variation in per diem costs. Employees of State institutions tend to be union- 
ized and to receive more employee benefits than do persons delivering care in 
cooxnunity facilities, e.g., a 1982 cost study in Pennsylvania found that the 
average annual salary of an institution worker was $14,161 compared to $9,304 
earned by community residential program workers* 16/ Institution fringe 
benefits amounted to 36*4 percent of base salaries whereas fringe benefits in 
comounity facilities were 21 percent of salaries* The specialisation of labor 



16/ Longitudinal Study of the Court-Ordered Deinstitutionalization of 
Pennhurst Residents: Comparative Analysis of the Costs of Residential and Day 
Services within Institutional and Conmunity Settings. Hunan Services Research 
Institute, Boston, Mass*, Dec* 15, 1983. p* 57. 
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in insCttutiont and Che oedictl focus of intcicucion staff are aajor factors 
contributing to increased staff costs in institutions* 

Current and proposed ICP/KR regulations require a sore intensive level of 
care and habilitation and training than is generally found in non-lCP/HR 
facilities* The level of care in XCPs/hR has been questioned by a study that 
found the level of care required in an ICF/hR to be more than vas needed for 
certain institutionalized persons who could benefit froa a sore independent 
residential setting where less costly services would be laore appropriate* 17/ 



17/ U*S. Department of Health and Human Services. Placeinent Care of the 
Mentally Retarded: A Service Delivery Assessment. National Report to the 
Secretary* Office of the Inspectoi General* Oct* 1981. 
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VI. SELECTED ISSUES RECA8DIKC THE EXPAHSIOM OF 
COKHUHITY-BASED SERVICES 

A. Increated Dcaand for Conaatinity^Bated Services for 
MR/DP Pertont 

Several factors contribute to the deaand for increased cocaunity residen- 
tial services and conaunity-based dayti&e services: the povescnt of MR/DD 
persons out of institutions, the soveaeiit of young MB/DD adults out of special 
education classes, ^nu the increased demand for coonunity-based services by 
KR/DD persons who have been naintained at hone and in non-ncdical board and 
care facilities. 

Over the past 15 years, oany KR/DD persons have been coved from care 
settings that fostered dependence and social segregation to settings that 
facilitate cooounity integration «nd naxiaua independence. This philosophy is 
set forth in the Developnental Di» abilities Act which is Intended to pronotc 
independence, productivity, and integration into the coofflunity. The aoveaent 
of MR/DD persons is facilitated by public and private efforts to develop group 
hones, daytieae chi:rapeutic prograas, and e«ploy«€nt opportunities. Daytiae 
programs include day activity progracw, in which productive work is not capha- 
si&ed; sheltered employment, in which subainimua wages are paid in proportion 
to productivity; and supported employment, in which special supervision and 
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AffifCtnce is provided co enable Che disabled person co earn conpecicive wages* 
Experience has shown chac eianx HR/DD persons who were previously inscicuciona-- 
Used are capable of a degree of independent activity if the necessary 
training, supervision, and other assistance is provided. Por exaaple, numy 
MR/DD persons who were previously deteroined to require institutional care are 
now living in small, supervised coamunity^based residences, takxng public 
tk^irsDortation to sheltered or supported jobs, participating in cosxaunity 
recreation activities, receiving social services where needed, and leading 
sPQi-independent lives. If a crisis should occur, the intiividual nay require 
intensive attention or retraining, or nay require temporary institutionaliza- 
tion. However, if the philosophy of the Developoental Disabilities Act is 
being iaplesented, the individual would be offered opportunities to re-ent«,r a 
more independent living and working life style after the crisis was resolved. 

The mandate that States provide special education to all handicapped 
children has generated rising expectation regarding the opportunities that will 
be available to these young people when they leave the school systems. Pam- 
ilies accustomed to having educational and other support services available to 
their handicapped cMld see that with help, these persons are capable of some 
degree of independence and productivity. Therefore, as these young people 
leave f^hool, their families are advocating for increased availability of grouf 
homes, supported employment, and the array of intervention services required to 
maintain the progress experienced during the developmental period. Because the 
major source of funds for adult MR/DD persons is the Medicaid program, advo* 
cates for MR/DD persons are looking increasingly to the Medicaid program to 
help support the array of services needed to sustain MR/DD persons in com- 
munitybased settings. This raises a question about the appropriateness of the 
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Kedicaid progrca ag the funding lource for certain of theie cowBunity-baaed 
^•rvicei» tince Medicaid wai originally intended to provide aedical and 
■edicallyrelated lervicei* 

Ai diicuised earlier, the nmber of KH/DD perioni potentially eligible for 
ICF/M& lervicei nay be »ore than double the nuaber currently receiving lerv- 
icef* Perioni being taken care by faailiei or living in board and care facili- 
ties nay not be getting the daytiae habilitation lervicet they need to progreii 
into lupported eaploynent or other productive activity* If additional cocasw- 
nity-baied lervices are made available » additional deaand can be expected to 
ariie on behalf of HR/DD perioni. 

The total nuaber of MR/DD perioni is affected by advancei in aedical C4re 
and life-iaving devicei, which aay be having a dual effect on the incidence o^ 
Ma/DD perioni. (Data are not available to ihov the nunerical effecti of theie 
influence*) For ex^ple, inteniive care for preaature infanti allows locae 
newbomi to survive who would have died in the past* However, soae of these 
infants are left with levere diiabilitiei that require life-long care and 
treataent* On the other hand, atniocenteiii allowi parents to know the 
disability itaCui of their unborn children, and thii aay reduce the incidence 
of certain kindi of diiabling conditioni, becauie of tcraination of pregnancy* 

8» Appropria te Settingi for Reiidential Servicei for HR/DD Perioni 

There is coniiderable diiparity of opinion regarding the type of lervice 
letting coniidered aoit appropriate* Soae professionali, parenti of diiabled 
perioni and other intereited and inforaed perioni, reel that faaily-ityle or 
individual it£d living arrangeaenti provide a luperior reiidential and lervice 
letting for the needs of all MR/DD perioni by providing perionalised care in a 
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nore noroal, coiafDunity*b«ied letting. According to thii poiition, large 
facilitiei are dehumanising and degrading vid are often the locations of 
flagrant abuse and neglect. Becauie theic institution! tend to be isolated 
from normal cossmunity interactions and noraal role siodels, disabled persons can 
becooe less able to function in normal coosaunity settings after entering an 
institution, according to this argument* Sotae families of institutionalized . . 
persons would prefer lo have their disabled family member in a more normal 
cocoRunity setting nesr the rest of the family. 

On the other hand, some professionals, parents of disabled persons, and 
other knowledgeable persons, have st&ted that not all KR/DD persons can be 
adeqi.«tely trained and cared for in the cooxaunity. According to this position, 
there should be available a continuum of care, ranging from small family-scale 
residences to high quality institutions, to meet the diverse needs of the 
severely disabled population. It is argued that the critical factors determin- 
ing quality of care are quality of staff, staff-client ratios, act' 2 family 
involvement, and on-site health snd therapeutic services, not the size or 
location of the residential facility. Some parents of institutionalized HR/DD 
persons feel that their family member is getting appropriate, effective care in 
an institution. These parents want the security that they feel they have in 
the institutional setting. Such parents want the assurance that their off- 
spring will continue to receive care after the parents die. Some such parents 
fear that community services may become fragmented, may be discontinued, and 
may not provide the total care provided in one setting by an institution. 

Litigation and legislation have focused public attention on abuses and 
deficiencies in institutions for HR/DD persons. There is general agreement 
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that ICP/MR r«guUtioni have been initrueental in significantly inproving 
conditiona in inatiCutiona, and there are isany inatitutiona that provide 
appropriate aervicea in aafe, humane envircnnenta. However, teatitaony» 
preaeated at congreaaionol bearinga held in 1985, abowed that abuae and neglect 
continue to be aerioua problema at aome inatituliona for MR/DD peraona« 18/ 
Vitneaaea told of phyaical and aexual abuae by other reaidenta and ataff , 
verbal abuae, aelf^eatructive behavior of reaidenta due to neglect, exceaaive 
uae of medication, exceaaive aolitary confineaent, inappropriate uae of 
aechanical reatraint, untreated injuriea, filthy and foul-afflelling facilitiea, 
and inadequate reporting and correction of abuae by inatitution ataff and 
adniniatratora* Such abuae and deficienciea have convinced aooe peraona that 
inatitutiona are unauitable aettinga for aervicea for KR/DD peraona. On the 
other handy peraona who favor the option of larger reaidential facilitiea 
advocate intprovement in the quality of care delivered in inatitutiona «nd the 
correction of deficienciea in theae facilitiea* Aa diacuaaed earlier, 
adoiiniatrative actiona have been taken to addreaa these problems* Alao, 
legialation haa been introduced to help inprove conditiona in inatitu^..iona« 
Congreaaional hearinga have not been held on poaaible abuaea in conaunity- baaed 
facilitiea, and pubLiahed, ayatematic atudiea are not available on thia iaaue« 
Although capirical reaearch on inatitutional veraua cooexjnity care ia not 
concluaive, s)oat atudiea tend to aupport the contention that coaaaxinity-baced 
aervicea conducted in aa nomal a aetting aa poaaible are »ore effective than 
inatitutional services in prcaoting developswntal growth and independence of 
KS/DD peraona. A nove fron institutional to coaounity aettinga tenda to reault 

18/ U«S« Congreaa* Senate* Cooaittee on Labor and Human Reaources* 
Subcoaaittee on the Handicapped* Abuae of Inatitutional ized Handicapped Per* 
aona* Hearinga, Apr. 1, 2, and 3, 1985* 
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in positive tocial adjuttaent and iaproved behavioral developnent for auny 
^i^abled persons* 19/ However, for developcaental growth to take place, accord- 
ing to research findings, the comunity setting oust include certain essential 
features: effective teaching techniques, friendship networks for disabled 
persons and active involvenent and positive attitudes of care providers. Some 
research has found that large institutions in which these features are present., 
are also effective settings for developmental growth and that reducing the sise 
of a facility does not necessarily change the daily pattern of care. 20/ 

Research indicates that there is great variation in cOBtnunity residential 
facilities. To provide as normal an environment as possible, cocomunity facil- 
ities need to be enriched with various therapeutic and rehabilitative program- 
ming. Studies have shown that clients in coesnunity care facilities benefit 
from increased interaction with qualified care providers within the. community 
facility and from involvement in community activities and services outside the 
facility. 

C. Service Settings and Costs of Residential Services for MR/DD Persons 

Over the past IS years, as KR/DD persons have been moving out of large 
public institutions into tmaller private facilities, group homes or dther 
community-based living arrangements, the cost of the ICP/HR program has been 
increasing. 



19/ Conroy, James, et. al. A Hatched Comparison of the Developmental 
Crowth of Institutionalized and Deinstitutionalized Mentally Retarded Clients. 
American Journal of Mental Deficiency, v. 86, no. 6, 1982. p. S81-S87. 

20/ SeUer, Karsha, Ph.D. Xnown Effects of Environmental Characteristics 
on Resident Performance, LINKS, Bed. 1981. 
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Although the nunberi of Hfi/DD perioni gerved in public retidenti«l 
tinititutions decre«sed 42 percent between FY 1970 end FY 1984, from 189,546 to 
109,827, the totel number of residents in ICPs/HR rose steedily from the 
beginning of the.ICF/MR progrea in 1972 until FY 1981 when the ICF/MR 
population peeked «t 173,764, By FY 1984, the ICF/MR population bed decreased 
9 percent since the peek ycer, but the toteL Federal ICF/HR reicburseaent 
increased by 40 percent froo FY 1981 to FY 1984. However, part of this 
increase was due to changes in the cost of living, which increased 1S«7 percent 
between FY 1981 and FY 1984. The average Federal ICF/KR per capita expenditure 
in FY 1981 was $10,553; this expenditure increased to $16,217 in FY 1984. 21^/ 
(The average total ICF/NR per capita expenditure in FY 1984, State plus 
Federal, was $30,598.) 

This increase in ICF/NR costs may be due to the increased expenditures 
required to bring facilities into compliance with standards and to the overhead 
required to maintain a large, comprehensive service facility. Even if the 
client population declines, staff of a large institution cannot be expected to. 
decline proportionately because division of labor in a multi-service facility 
requires a large and diverse number of staff* Expenditures required to bring 
the facility into compliance with ICF/KR standards are prorated over time, and 
cannot be expected to decrease unless parts of the facility are sold, leased, 
or converted to another use. Therefore^ even though HR/DD persons are increas- 
ingly placed in small, less expensive service settings, savings are difficult 
to obtain while the large, comprehensive institutions continue to be main- 



tained* 



21/ These expenditures are based on data presented in table 3. 
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Advoctttef for goallf conmunity-baied facilitiei have fCaCed ch«C there if 
4iot tufficient public funding aviiUble for the expaniion of co(naunity-b«f ed 
facilitief while the Urge inititutioni tbiorb the cMjor ihire of ftmdi. Thif 
dilenera h<f led to legiflative propoiali requiring th^t public funding be 
reduced in Urge inititutioni and be aade available in imall, coenunity-bafed 
facilities • 

Although data ihow that public facilities are oore coitly than imaller, 
privateljroperated fgcilities (fee table A), if itaff lalariei and benefit! in 
pkWate facilitiei were brought up to leveli of State CDployeei, thii differ- 
ence would be reduced. Alio, if lervicei were Bade nore broadly available in 
the cooaunity, increaied desaand by perioni not currently lerved could lead to 
increased overall coftf. One mitigating factor, however, if that it could be 
leif coftly to provide coocaunity lerviccf to HE/DD perioni who do not need the 
level of care provided in iCPf/HB* That is, looe rs<'>onf currently getting no 
cooa-vnity nervicei nay request fc«ae, but not all, of the lervicei now oade 
available in the iCPi/MR* Alio, lOffle resident! of iCPi/KR may require fewer 
•ervicei than are required to be provided within the Icr/HR* 
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Vll. LKCISUTIVE PROPOSALS 

A* 8> 873: The Coiaunity And Panily Living Ajpgndacntt of 198S 

S. 873» inCroduced by Senator Chafet» would make Federal fundt available 
in small coaaunity facilicief while phtting out noiC Federal funding for iniCi- 
tuCiont of oore chan IS bedi. Coapanicn bills have been inCroduced in Che 
House: H.K. 2523, inCroduced by KepresenCaCive HcDade, which is idencical Co 
8* 873, and U«R« 2902, inCroduced by Represencacive Florio, which includes 
ninor differences. 

These bills would encourage Che developnenc of coeaunicy-based services 
for severely disabled individuals, and would severely reduce che aoount of 
ICP/KR expendicures co be used for services in inscicucions afcer FY 2000, The 
balance of ICP/HR funding, wich limiced exceptions, could only be used for 
severely disabled individuals who resided in a family hone or cosmunicy living 
facilicy. Cooounicy living facilicies could noC exceed Chree cines average 
family household sise, or approximacely nine persons. SCaCes would encer inCo 
agreeeencs wich che Secrecary of UHS co reduce Che number of disabled persons 
residing in facilicies of nore Chan nine beds. Beginning in PY 2000, the 
amounc of Federal funding availeble for use in larger residential facilicies 
would be liniced Co approxinaCely 15 percenC of che amount currently used. In 
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Addition, beginning in py89, the Pedertl B4tching rtte for tervicet delivered 
in larger fAcilltiet would be progressively reduced. 

The ABendoenta would allow facilities of no sore than 15 beds to continue 
to receive funding if they were in operation on Septeaber 30, 1983. 

B. S. 1277 and H.R. 2863t Proposed Medicaid Hoag and 
CoapunityBased Services Ipprovepent Act of 198S 

S. 1277, introduced by Senator Bradley and H.R. 2863, introduced by Repre- 
sentative Wyden «re identical bills that would give States the option of pro* 
viding hone and cotaraunity-based services under Medicaid. This legislation 
woul<f eliminate the current requirement that States obtain a waiver froa the 
Secretary to deliver such cervices usicg Medicaid funds. Under this proposJil, 
States would be authorized to deliver hoDe and cooounity-based services to 
persons who would otherwise require care in skilled nursing facilities and 
interoediate care facilities, the cost of which would be reiebursed under the 
State oedicaid plan. This could include aged persons and persons with aental 
illness, jaental retardation or physical disabilities who are eligible for 
Medicaid services. 

C. S. 1948; Propcaed Quality Services for Disabled 
Individuals Act of 1985 

S. 1948, introduced by Senator Weicker, ia intended to ioprove the quality 
of residential services for persons with developeental disabilities or aental 
illness and to authorize hoae and conaunity-based services under the Medicaid 
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progria. Hiig bill would esc«blish « new Federil bureau to idainiiCer rettden- 
tUl «nd cocanunicy-b«ted services funded under Medicare «nd Hedic«id «nd to 
Bonicor the qu«lity of these acrvices* 

A Mjor provi«ion of S, IM8 is that St«tes would be required to include 
hoDc «nd coonunity-btfsed services for the devclopoentilly di««bled mm p«rt of 
their St«tc pUn for use of Medicaid fundi. Currently, such services «re 
«v«il«ble only under the speciil w«iver authority grinted to the Secretary. 
Uottc «nd coanjnity-b«sed sentices would be defined to include case oaniseflent, 
ho»em«ker or hoae health aide services, personal care including attendant care, 
adult day health services, habilitative and rehabilitfc:ive aervices, respite 
carts (short-tere reaidential care), and other approved servicea excluding rooo 
and board. Statea providing hoeie an- cocounity-based services under Medicaid 
would be required to euintain at least their fiscal year 198^ level of St*.tc 
funding for auch services, and current waiver authority wculd be repealed. 
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APPENDIX A, GLOSSARY OF ITEKS 



Adult day care coniiiCi of « variety of health and locial icrvicei 
provided to chronically ill or diiabUd individual! in a group letting and 
often include! general nurting, perional hygiene, recreational activities, 
counseling, transportation, and nutrition services* 

Case canflReaent is coanonly understood to be a systea under which 
responsibility for locating, coordinating and raonitoring a group of services 
for chronically ill or disabled persons rests with a designated person or or- 
ganisation* 

Habilitation services are typically health and social services needed to 
insure optional functioning in activities of daily living of the aentally 
retarded or persons with related conditions* 

Hoflie health aide services included health-related services pro^ 'dcd by a 
trained paraprofek.^ional to persons unable Co manage care for themselves or 
others in the hoae* Services generally consist of extension of therapy 
services, ambulation and exercise, assistance with medications, reporting 
changes in the patient's condition and needs and household services essential 
CO the health «.are at home. These services are generally provided under the 
supervision of a registered nurse* 
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Homemaker services typically consist of general household activities (meal 
preparation anO routine household care) provided by a trained hoisemaker vhen 
the individual regularly responsible fcr these activities is temporarily absent 
or unable to manage the hone and care for himself /herself or others in ths 
home* 

Personal care services are those that assist functionally limited 
individuals with bathing^ eating, dressing, toileting (generally referred to as 
"activities of daily living"), 

Prevocational services are those services needed to develop basic work 
Iiabits and personal skills required for a disabled individual to take advantage 
of vocational rehabilitation services* 

Respite care is short term care provided to individuals unable to care for 
themselves in order to provide relief for family or other persons normally 
providing the care* Respite care services may be provided in the individual's 
home or in an approved facility, such as a hospital, nursing home, foster home, 
or community residential facility* 

Supported employment is competitive work in a setting with nondisabled 
persons for individuals with severe disabilities who require special supervi- 
sion and astiistance to perform the duties of the job* 

Vocational rehabilitation services are provided to disabled persons to 
help make such peraons employable* Services include physical and mental 
restoration, vocational training, special devices required for employment, job 
placement, and followup services* 
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M>PEm)XX B. AVEMGS DAILY POPOZATION 07 KSHTALLY RETAILED PERSOilS IN 
PUBLIC BfiSIDOTTIAL ?AaUTXESi FY 1970-FY1984 



(IS?. 54?) 



ci85.:4;) 



(151,112) 




(109,827) 



'jqI'H -^i^;^ 'f . -M 



Fbeal Yttr 



Source: T«blc tcken froo Public Retidcntttl F«ctlitiet for the Kentally 
Reterded. 1982. Published by Nctiontl A»cociction of Superintendents of Public 
Retidentitl Facilities for the Hentclly Retarded, p, 4, 

The 1984 rusber it fros Public Expenditures for Henttl Rettrdttion «nd 
Developoenttl Ditcbilitiet in the U.S.. Antlytictl Suctury, by Dtvid Brtddock, 
Ph.D., et «l. University of Illinoit «t Chicsjo. p, 15. 
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APPENDIX C. PERCENT OF TOTAL PUBLIC AND PRIVATE RESIDENTIAL CARE 
FOR THE MENTALLY RETARDED IN HEDICAID-CERTIFIED ICF/MR BEDS, BY STATE: 

FY82 



State Percent 



Minnesota 98.n 

Louisiana. •• 95 .9 

Utah 88.8 

Texas 88.6 

Rhode Island 87.1 

Virginia 85. 1 

Arkansas 83.8 

Oregon 77.3 

Alabama 75 .6 

Colorado 75.3 

South Carolina 73.2 

Georgia 72.8 

Washington 72.3 

Kansas 72.3 

Indiana 70.6 

Tennessee 67.4 

Kentucky 67.2 

Delaware 67.1 

New Mexico ^. 65.4 

Illinois 64.0 

North Carolina 63.0 

Wisconsin 62.4 

Nebraska 60.4 

Mississippi 60.3 

Oklahoma 59.9 

South Dakota 59.3 

Massai.husetts 59.I 

Nevada 58.1 

Maryland 57.0 

Idaho 56.0 

Ohio 55.6 

Pennsylvania 55.2 

New Jersey 50.0 

District of Columbia 49.2 

Vermont 48.2 

Alaska ^ 47.6 

Hawaii 45.2 

California 44.8 

Maine 43.0 
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APPENDIX C. PERCENT OF TOTAL PUBLIC AMD PRIVATE RESIDENTIAL CARE SYSTEM 
FOR THE MENTALLY RETARDED IN MEDICAID-CERTIFIED ICF/MR BEDS, BY STATE: 
FY82 — Continued 



State Percent 

Montana 38. IZ 

Io«« 36.8 

Michigan 35^0 

New Uaapthire 35. g 

Connecticut 35^1 

Missouri. 30.0 

Florida 26!a 

New York 22.0 

North Dakota 17,7 

West Virginia 17.1 

Arizona 

Wyoming 

Source: Ukin, Charles, Ph.D. Center for Residential and Cooaunity 
Services, University of Minnesota. Froo 1982 National Survey of Residential 
Facilities for Mentally Retarded People. 
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APPENDIX D: AVERAGE MEDICAID PAYMENT PER PATIENT DAY 
FOR ICP/MR services RANKED BY FY85 RATES 



State r»er diera 



District of Columbia §145 

Nevada. 132 

MaiSAchusetti 126 

Rhods Iil&ad 114 

North Carolina HO 

Georgia 197 

Vermont •>•.••.....•••.....• ICA 

Florida 102 

Pennsylvania. lOO 

Maryland. •••• . , 99 

Maine 93 

Missouri 97 

Kencucky 9^ 

New Mexico 90 

Arkansas 39 

Iowa 39 

Idaho 36 

Colorado 35 

Virginia 33 

Nebraska 73 

Oregon , 73 

Illinois.. , , 77 

Tennessee 73 

Minnesota 72 

Ohio 70 

Louisiana..... , 53 

South Dakota 64 

Wisconsin 61 

Michigan , 52 

Mississippi 49 
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APPENDIX D: AVERAGE MEDICAID PAYMENT PER PATIENT DAY 
FOR ICF/MR SERVICES RANKED BY FY85 RATES— Continued 



Scace Per diea 



California $48 

Texas 48 

Indiana AA 

Wesc Virginia 41 

Kansas > » AO 

Oklahooa AO 



Source: UeaXch Care Pinanci: . ..Msiniscracion. Division of Medicaid Cost 
EscinACes. Medicaid Program ChAra«ceriscics Daca. 1986. Scaces noc included 
in this cable did noc reporc daca in cine for inclusion in chis cable or did 
not parcicipace in Che ICP/MR prograa. 
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Senator Durenberger. The hearing will come to order. 

Good morning, everyone. Today's hearing will take a close look 
at the Medicaid programs and the needs of developmentally dis- 
abled persons. This is a very complicated issue and it is also, I have 
learned over the years, an emotionally charged issue with which to 
deal. 

The needs of developmentally disabled persons call forth our 
most important responsibility as policymakers. How we respond to 
those needs is a test of our society's character and its moral fiber. 

In order to properly address the needs of these individuals, we 
have to, as they say, begin at the beginning and ask a number of 
very basic questions: How many developmentally disabled persons 
are there? What services are available to them through Federal 
and State and other pro-ams? What services do tboy actually 
need and what is the settmg in which these services are most ap- 
propriately delivered? 

Tills last question takas us to what quickly becomes the heart of 
any discussion of Medicaid and the developmentally disabled, and 
that is the issue of institutional care versus community based serv- 
ices. 

^ I feel strongly that today's hearing should noi, be reduced to an 
either/or situation, and we should not consider ourselves here to 
declare a preference for either institutions or community services; 
that kind of dichotomy, or polarization if you will, obscures the 
real issue. This is a lesson I have learned over several years now of 
having hearings with my colleague from Rhode Island on this sub- 
ject here and in other parts of the coimtry, including my home 
SUtte, 

So what, is the issue? Simply this, that developmentally disabled 
persons have different needs which require different services and 
different settings. I believe the real challenge we face as policy- 
makers is not to establish a preference for one setting over another 
but to adopt a policy which allocates resources appropriately along 
a continuum of services that the developmentally disabled need. 

Does the Medicaid Program have a bias toward institutional care 
that is out of line with the needs of clients? Does that bias limit 
the expansion or the availability of community services that might 
be more desirable and effective for some developmentally disabled 
persons? What can be done to remove existing biases and to instead 
promote the availability of community services without restricting 
the availability of institutional care for those who really need it? 

These are the kinds of questions we have been asking ourselves 
now for several years, ai^d we will continue to ask and we will ask 
at this hearing. 

I have a statement here from the Minnesota Coalition of Parents 
and Friends for Community Residential Services, prepared by my 
long-time, very good friend, Galen Pate, the courageous father of a 
young woman with mu].tiple disabilities. I would like to share a 
part of Galen's statement with you because I believe it represente 
the view and the experience of a lot of concerned parents and 
familv members. 

Galen's daughter, Elizabeth, has been diagnosed as having cere- 
bral palsy, profound mental retardation and a seizure disorder. Be- 
cause of the level of care that his daughter requires, Galen was not 
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able to care for her in his home. Because he wanted to be closely 
involved in his daughter's development, he began working with 
other families in his community to develop a group home. His 
original desire was to set up a small home for about six people, but 
in the early stages of planning it became evident that the cost for 
meeting the needs of profoundly handicapped persons would re- 
quire a home designed on a larger scale with a higher staffing ratio 
and more costly physical plant requirements. 
^ While he still is involved as ever in Betsy's life— and that is hio 
life— his experience has tempered , his earher feelings about what 
type of setting would provide JBetsy with the best care. 

Galen and other members of the Minnesota C!oalition of Parents 
and Friends for Community Residential Services have worked hard 
to develop conununity residential facilities, but their experience 
has shown that other kinds of facilities are also needed, particular- 
ly for those individuals who are severely and profoimdly retarded, 
medically fragile, or in need of significant behavior management. 

It is possible that Galen's group speaks for many when it Bays 
the system needs to be expanded in a planned and tiioughtral 
manner so that the quality of care currently available to our chil- 
dren is not compromised through a rush to reduce the size of the 
facility or the size of the Federal Medicaid budget. 

The range of service options needs to be expanded, not limited, so 
that our children and all other children who will likely follow 
them continue to have an effective array of choices available. That 
is the end of his quote. 

I wanted to share that statement with you becuase I know that 
this is an emotionally charged issue; .that many people here today 
have loved ones whose very liv^ are on the line when we sit here 
and talk about changes in Federal programs. 

So to you, let me that I have heard and xmderstand your con- 
cerns, the concerns of devoted parents and supportive family mem- 
bers. 

I, for one, am not approaching todasr's hearings with any precon- 
ceptions as to the outcomes it should produce. I simply beUeve that 
it is time to ask some very basic questions: How can Federal pro- 
grams best insure that the developmentally disabled receive high- 
est quality services in a way which maximizes their freedom, their 
safety, and their individual potential to learn and to grow? 

We have a long list of witnesses today. We have tried to accom- 
modate as many different areas of expertise as possible. In order to 
hear from everyone and to have time for questions, we are going to 
have to adhere strictly to our 5-minute rule. So I will ask all of our 
witnesses to be brief, with the imderstandin^ that your full state- 
ments will made part of the record. Amplifymg statements can be 
made part of the record up to a certain reasonable period of time 
after the conclusion of this hearing. We don't want anyone to be 
denied the opportunity to add their experiences, even from the last 
hearing we have had on this subject, to this issue. 

So let us now proce^ with cur fiirst panel. But I will yield, first, 
to my colleague. Senator Chafee. 

Senator Chafee. Well thank you very much, Mr. Chairman. And 
I would like to join in welcoming our distinguished colleague. Sena- 
tor Weicker, and those witnesses who are going to testify today. 
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and express my appreciation to tnem, and to you, Mr. Chairman, 
for holding this hearing. 

Today's hearing focuses on the Medicaid Program and its impact 
on long-term care services for those with developmental disabil- 
ities. Ilirough the testimony of researchers, the Etepartment of 
Health and Human Service, State policymakers^ labor union rep- 
resentatives, and national organizations representing those with 
disabilities, we will have a chance to examine the current Medicaid 
Program and determine, or have light shed upon whether it is re- 
sponsive to the needs of those with disabilities. 

This is an issue, as you know, Mr. Chairman, that I have devnted 
a great deal of time to over the past 5 years. And I thank you for 
your cooperation. As you mentioned, we have held several hear- 
ings, including one in your own State, a couple of years ago. 

It is a topic of critical importance to himdreds of thousands of 
I>eople throughout our coimtry, and one that deserves our atten- 
tion, and immediate attention. 

I expect that this hearing will give us an idea of what the future 
holds if there are no changes in the current program. In other 
words, we are trying to ascertain how is the current Medicaid Pro- 
gram working in dealing with this particular group of individuals? 
And I hope that it will help us better to focus our vision for the 
future. 

Now as you know, I have proposed a reform package for the 
Medicare Program, S. 873, known as the Community and Family 
Living Amendments of 1983. It is a package I expect to refine and 
revise in the coming months. That is the purpose of the hearings 
we have held and the hearing today. The hearing today will help 
serve as a basis for information used in the process for refinement 
of S. 873. 

Since I first began examining the Medicaid Program's treatment 
of long-term care services for the developmentally disabled, I have 
become firmly convinced that this program is in desperate need of 
reform. 

^ I think it is important to remember how Medicaid developed. It 
IS the sole Federal program which provides States with funding for 
the long-term care services for the disabled. It began as a program 
for medical assistance for low-income individuals. It is a m^cal 
program. In time, the program was used to pay for long-term care 
services for the elderly and for the disabled. Today, more than half 
the funds from Medicaid are used for this purpose; that is, long- 
term care services for the elderly and for the disabled. But the 
long-tenn care services that the program will pay for are still 
routed in a medical model. In other words, it is based on medical 
need. 

As our understanding of the cay abilities and the needs of individ- 
uals with disabilities has progressed— and indeed it has progressed 
remarkably over the past several years— it has become clear that 
the traditionally medically oriented long-term care services provid- 
ed through Medicaid are often inappropriate for those with devel- 
opmental disabilities. In other words, the needs of this group is not 
strictly medical. 

I have received letters from individuals, from States, from orga- 
nizations, across the country describing the problems with the 
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present program. Parents whose disabled children are currently in 
school due to the enactment of the Education for All Handicapped 
Children's Act, which, of course. Senator Weicker was so instru- 
mental in having passed, these parents fear that when their chil- 
dren become 18 or 21 there will be no appropriate services avail- 
able. That is known as the aging out problem. Parents who are des- 
perately trying to care for their children at home, without assist- 
ance by the State or Federal Government, are telling me they are 
becoming burned out, just exhausted, from their efforts to care for 
their chudren at home, and must, in many instances, against their 
wishes, place their children outside the home because there is no 
place else they receive no other assistance through any Federal 
program. 

Individuals with cerebral palsy, spinal cord iiyury, and traumatic 
brain iiy ury write to tell me that they are forced to live in nursing 
homes rather than in their own communi^ because the Medicaid 
Program is misdirected. These are individuals who could be produc- 
tive members of the community with a small amoimt of support. 

Now States which are moving toward a system of care in wnich 
the primary consideration is the needs of each individual write to 
tell me they are frustrated in their efforts to do this because of 
lack of flexibility in the Medicaid Program, and that is the so- 
called waiver provision which we will hear about. 

It seems to me that it makes little sense to pour billions of dol- 
lars into a program which results in increased dependency which 
encourages outif-home placements and discourages progress. And 
how can it be so difficult to adopt a Medicaid Program to the needs 
of those who require its assistance? 

Now I have read the testimony to be presented here today with 
great interest. There are many ideas which deserve this commit- 
tee's serious consideration. Now that we have accomplished the 
complicated task of tax reform— which, of course, requii^ an enor- 
mous amount of this committee's time this year— perhaps we will 
have an opportunity during the next session of Congress to attack 
the equally dilncult task to reforming the Medicaid Program. 

Now one goal in accomplishing that reform would be to open op- 
portunities to individuals with disabilities; to extend the values of 
freedom of work, of family living, to those with physical and 
mental impsdrments. 

The basic premise of anv reform should be that a full range of 
service — and this is what the chairman touched on— and options be 
available, and that the funding should flow toward individual 
needs. And that is what we will seek to do as we proceed with not 
only these hearings but with S. 873, the Community Living and 
Family Act. 

So thank yo < very much, Mr. Chairman, for holding this hear^ 



Senator Burenberger. John, thank you for your leadership and 
your constant reminder on this committee of our needs to take on 
the most difficult problems. And I understand that from time to 
time you make a statement that includes the fact that you are 
open to change and all that sort of thing. That is because you have 
taken on a very controversial subject and you are to be compli- 
mented for that. 




73 

I guess our first witness today is never found in any issue that 
doesn't have some controversy connected with it, and today he has 
gone to the ultimate end to demonstrate his own sense of disability. 
Lowell Weicker, a Senator from Connecticut, comes to us with a 
background of almost total commitment to the disadvantaged in 
our society, and particularly those who suffer from birth or from 
accidents or illness during the course of their lives with physical 
and medical impairments. And I guess there is nobody that I have 
ever served with in this body that has more represented to me the 
role of policymaker on behalf of those who axe substantially de- 
pendent on society's policy response to their needs than Lowell 
Weicker. So we are very, very pleased that he has asked to be the 
first witness this hearing. 

Ar.d, Lowell, your full statement will be made part of the record. 
And, without being instructed, you may do as you please. [Laugh- 
ter.] 

STATEMENT OP HON. LOWELL R WEICKER, JR, A U.S. SENATOR 
PROM THE STATE OP CONNECTICUT 

Senator Weickse. Thank you very much, Mr. Chairman. I want 
to thank you for taking the time to hold the hearings on these im- 
portant subjects. Indeed, in terms of the Finemce Committee, you 
are Mr. Health on those issues that affect so many Americans in so 
many different ways, including the ones before us today. 

John Chafee, John, who has devoted a good portion of his career 
to finding the answers toward advancing the state of the art when 
it comes to our mentally and physically disabled, and he has been 
the driving force to get away from the customs of the past and 
keep pushing us into the future. 

This is a great day, I have to say, Mr. Chairman, parenthetically. 
You have been so interested in so many issues of health. It is a 
great day specifically in the sense of the subject matter before us, 
in that yesterday, it is my understanding that the House of Repre- 
sentatives passed out of committee 33 to 0 the reauthorization of 
Public Law 94-142, with many of the changes— bringing the cover- 
age period back to birth; closing some of the loopholes. It might 
take a little longer than we anticipated in the Senate bill, but basi- 
cally we are in agreement on changing the state of the art as it 
comes to the education of the handicapped. I suspect that bill is 
going to be passed in this session, and to that extent, it is a great 
day. 

The other reason why it is a great day has nothing specifically to 
do with this hearing. While this hearing is going on, downtown at 
the Health and Human Services the announcement is being made 
that the second great breakthrough— the first being the identifica- 
tion of the cloning of the virus— the second great breakthrough as 
to AIDS has taken place; specifically, that a drug has come on the 
scene which holds promise for the extension of life. It is not a cure. 
What the extension is, no one knows. There are side effects. But for 
the first time there is something that the National Institutes of 
Health deems should be made available for public use, or, more 
particularly, those 10,000 to 12,000 that are now dying. And I think 
that if anybody wonders, is your money well spent at the National 
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Institutes of Health— and I also want to give a credit and a bow to 
the Burroughs Welcome Co. who has worked with the National In- 
stitutes of Health— today should dispel any such doubt. It is a great 
day for medical history m the United States. 

And I want to thank you again for the opportunity to present my 
views on the matters before you. 

Ten years ago, Congress enacted a landmark piece of civil rights 
legislation, known as Public Law J4~142, and basically what that 
did was to prevent schools from closing their doors to handicapped 
students. 

With a Federal mandate entitling every handicapped student to 
an education with the least restrictive environment, commonly 
known as "mainstreaming," the school house doors were opened, 
and they v/ere opened in such a fashion that— yes, I can assure ev- 
eryone here to put it in very succinct and practical terms— none of 
you have to worry about paying for my child, Sonny, The education 
system In the United States is such that when he gets to be of age 
he will be out there making his own living, and indeed living his 
own life. That is exactly what Public Law 94-142 was meant to do. 

However, 15 years ago the Congress created another program, 
which unfortunately took us in the opposite duection of Public 
Law 94-142, the ICF/MR program. And the intention of ICF/MR, 
intermediate care facility for the mentally retarded program, was 
to provide quality services to developmentally disabled persons, 
with no mandate for mainstreaming, or at least restrictive environ- 
ment. The ICF/MR funding went primarily to existing state insti- 
tutions. And these, for the most part, are large, isolated, congre- 
gate care settings. 

It is not only a costly program, with an average annual cost per 
chent between $25,000 and $40,000 in 1984, it is a poor quality one. 

Now I am going to skip over the next several pages of my testi- 
mony because that testimony is made available to your committee 
as to exactly what that care consiste of. 

I wish you could have sat with me, to sum it all up, and heard 
the individual tales of horror that go on in your country— my coun- 
try, our country— as to how these people get treated. Believe me, 
there is something wrong with a system that is paying money for 
their care, and the care that they get is such that it is, in many 
instances, life terminating; in all instances, life thieatening. 

Now the objective of that investigative effort was not to encour- 
age the use of institutions by forcing certain repairs or ac^just- 
ments, although I have heard that accusation stated, we sought to 
educate^ the American public to make this Nation understand that 
institutions remain a hidden reality for many and an omnibus pos- 
sibility for all too many. 

^ Mr. Chaii-man, I have pushed hard for several pieces of legisla- 
tion to /^,ddress the problems we discovered in our investigation. V7e 
have increased the number of surveyors ut the Health Care Financ- 
ing Administration to beef up quality assurance. We have required 
that many of those surveyors be tramed specialistj in developmen- 
tal disabilities. These changes have had an impact on the lives of 
institutional residents already. 

The 464 Fedez^al surveys conducted by the Health Care Financing 
AdnJnistration between March and September of 1985, the new 



75 

guidelines for conducting those surveys, States are now beginning 
to focus more on the client rather than paperwork compliance. 
More plans of correction are being implemented and more citations 
for deficiencies are being issued. That is only a baby step in the 
right direction. 

We were also recently successful in enacting legislation to 
expand protection in advocacy services for the mentally ill persons 
m institutions. As you know, that bill is now law; that the mental- 
ly ill have advocacy, not just the mentally retarded. 

And then we have introduced 1984, which really comes to the 
matter of your committee, the Quality Services For Disabled Per- 
sons Act, which is pending before this committee. 

All Americans need to understand how far short the Nation has 
fallen from fulfilling the vow made by President Kennedy 25 years 
ago. Reliance on the cold mercy of custodial isolation will be sup- 
planted by the open warmth community concern. 

I believe that changes in the current system of Medicaid funding 
for disabled persons are critical to improving the lives of these indi- 
viduals. 

The mentally disabled of this generation need some mechanism 
to assure delivery of quality services. They need a system to moni- 
tor the provision of these services, and they need incentives for 
government to expand home and community based services. 

Let me go back to Public Law 94-142 for a moment. I dwell on 
this legislation because I think it represents Federal legislation at 
its best. This law has sent a signal to the Nation that handicapped 
persons have a right to the same opportunities as their nonhandi- 
capped peers; the opportunity to develop their potential to its maxi- 
mum; the opportunity to participate in the mainstream of Ameri- 
can life; and the opportunity for choices and independence. 

The Medicaid ICF/MR Program sends the opposite signal. This 
program, by everyone's assessment, is institutionally biased; that, 
at bt^st, it funds sheltered and limited opportunities and custodial 
care; and that, at worst, it promotes segregation, dependence, and 
isolation. 

Aud w^iile there is a great difference of opinion about how many, 
if uy, of our developmentally disabled citizens would require insti- 
tuwicnalization if adequate community alternatives were available, 
there is no difference of opinion about the state of the art and the 
most effective services for these citizens. 

We know that persons who were once written off as hopeless now 
function as productive members of societ'*; people who have the 
satisfaction and enhance self-concept tv i comes from bringing 
home a pay check, and being a taxpayer rather than a tax user. 
We know that the limitations placed on chese people are our limi- 
tations created through limited opportunities for education and 
training. Our goal should be to mainstream all of our developmen- 
tally disabled citizens and we are moving toward the goal of main- 
streaming everyone with Public Law 94-142, and we need to estab- 
lish that goal with Medicaid services. 

S. 1948, the bill I introduced last year, attempts to assure both 
quality services for those in our institutions and to promote the ex- 
pansion of community alternatives. 
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Now let me just say this, Mr. Chairman, as we conclude. John 
Chafee and I have both been through this grinder of those who 
have loved ones in the institutions, those who have loved ones that 
they feel should be in the mainstreaa\, in community settings. The 
state of the art has changed. It hasn't been the fault of the parents 
who neglected their children or their friends. They took advantage 
of the best advice in the state of the art 25, 30, 35 years ago, and 
that was the institution. There is no reason why society should pe- 
nalize them today. They should have our understanding and ttie 
best of our minds to assisting them in their problem. But the state 
of the art has changed and instituf ionalization is not the way to go. 
The way to go is in the community? setting with an entirely differ- 
ent approach as to what that individual can do. 

That's the fine line that both John and myself have "to walk. 

Parents of those that have their children in institutions, they 
don't want to be neglected or feel that all of a sudden the problem 
is in their lap while others want state of the art today, and they 
should have it. 

_ So I would hope that what you craft in the sense of your legisla- 
tion will take into account both of these matters. Make no doubt 
about it where the emphasis has to go. It cannot go to a past state 
of the art but that of the future. And I would hope in tlmt r^ard 
that your committee would act on that promptly and would do its 
best as I know it will, with the chairman's heart and mind and 
what he has done today fos- rvO many others, that we would now be 
getting on to resolving lliese particular problems as thfc> relate to 
thia matter. 

Senator DimBNBERGER. Well thank you veiy much for that t^li- 
saony, and particularly for the last 2 minut^^. I cannot think of a 
l>etter summary of the present situation tliat we find ourselves in. 
And it reminded me of the feeling I've had through several years of 
sitting here, with the responsibility of mcuority, in dealing with the 
political institutional arrangements with which we have to oper- 
ate—that is, a 1935 Social Security Act^ amended periodically over 
time, to reflect just what you talked at^^-jut, changes and differ- 
ences, not only in care giving but in advocacy and some other 
things. 

So I look back periodically on these 20 titles, and I say, oh, God, 
that doesn't look like 1986. You know, it looks like— a little bit of it 
looks like 1935, a little bit of it looks like 1965, you know. We need 
to get in there and turn that thing on its head. And if we are talk- 
ing about the Social Security of this society, we really ought to be 
looking at that in the light of 1986 and beyond without neglecting, 
as you have indicated, those who, for a variety of repsoris, have 
come into this system in the 1930's and the 1960's and everything 
else. And so I really appreciate that, personally, as one who has 
some responsibility as a subcommittee cbidr, dealing with an issue 
that others have put a lot more personal time into. The two of you 
are the leaders in that area. 

I appreciate that statement as putting your finger right on the 
pulse of what we need to do. 

John? 

Senator Chafee. Well thank you, Mr. Chairman. 
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I want to thank Senator Weicker for coming here. He is a power- 
ful advocate. And I learned long ago, if you want to be in a scrap 
around this place, trj^ and get Lowell Weicker on your side. No one 
has ever accused him of masquerading his intentions or his posi- 
tion. You know where he stands. He comes on vigorously, powerful- 
ly, eloquently, and with excellent reasoning supporting him, his po- 
sition. So, Lowell, thank you very much for coming. 

Senator Weicker. Thank you. 

Senator Chafee. And we look forward to working with you in the 
days ahead on this. 

This thing isn't going to be solved today or tomorrow or this cal- 
endar year, but we will prevail in the end, I am confident. 

Senator Weicker. I know you will. And I thank you both very 
much. 

Senator Durenberger. Thank you, Lowell. 

Our first panel— we may call it our first two witnesses, appropri- 
ately—are Glenn Hackbarth, the Deputy Administrator of the 
Health Care Financing Administration; and Carolyn Gray, who is 
Acting Deputy Assistant Secretary of the Office of Human Develop- 
mental Services in HHS. 

I understand Carolyn is here at least, in part, because Dr. Jean 
Elder, who is Acting Assistant Secretly, got sent out to Illinois 
today by the Secretary, and since we had such a raft for some 
reason of Minnesotans here today, I was hopeful we would add one 
more in Jean Elder. [Laughter.] But we welcome both of you. 

Senator Chafee. Mr. Chairman, I have studied the testimony 
and I will be right back. I just received a call that I have just got to 
return. So I will be right back. 

Senator Durenberger. All right. 

May I say to both of you that your statements, as you know, are 
part of the record, and you may proceed to summarize them. We 
will start with Glenn. 

[The prepared written statement of Senator Weicker follows:] 
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TESTIMOMY OF SENATOR LOWELL WEICKER JR> 
OH HEDICAIO SERVICES FOR DEVELOPMENTALLLY DISABLED PERSO^S 
SEPTEMBER 19* 1986 



THANK YOU FOR THIS OPPORTUNITY TO PRESENT MY VIEWS REGARDING 
MEDICAID FINANCING OF SERVICES TO DEVELOPMEHTALLY DISABLED 
PERSONS. FOR MORE THAN THREE YEARS I HAVE EXAMINED THESE 
PROGRAKS AND MY CONCLUSION IS THAT THEY AP i IN GREAT NEED OP 
CHANGE AND IMPROVEMENT. 

TEN YEARS AGO CONGRESS ENACTED A LANDMARK PIECE OF CIVIL 
RIGHTS LEGISLATION KNOWN AS PUBLIC LAW 94-142* THE EDUCATION FOR 
ALL HANDICAPPED CHILCREN ACT. THAT LEGISLATION WAS THE BEGINNING 
OF THE END OF AN ERA OF SEGREGATION AND DISCRIMINATION AGAI^ST 
HANDICAPPED CHILDREN IN OUR SCHOOLS. NO LONGER COULD SCHOOLS 
CLOSE THEIR DOORS TO HANDICAPPED STUDENTS AND SAY* "YOU LOOK 
DIFFERENT FROM THE CflfHERS*. CO AWAY** OR "YOU DON'T LEARN THE WAY 
THE OTHERS DO, GO AWAY.* 

WITH A FEDERAL MANDATE ENTITLING EVERY HANDICAPPED STUDENT TO 
AN EDUCATION IN THE LEAST RESTRICTIVE ENVIRONHENT* COMMONLY KNOWN 
AS - MAINS TREAMING , THE SCHOOL HOlBE DOORS WERE OPENED. PUBLIC 
EDUCATION NOW SERVES OVER 4 MILLION STUDENTS WITH HANDICAPPING 
CONDITIONS RANGING FROM MILD LEARNING DISABILITIES TO SEVERE 
RETARDATION. THE BENEFITS TO BOTH HANDICAPPED STUDENTS AND THEIR 
FAMILIES AND TO OtlR SOCIETY AS A WHOLE FAR OUTWEIGH THE FEDERAL 
INVESTMENT OF OVER 1 BILLION DOLLARS A YEAR. 

AN INVESTMENT IN SCHOOLING FOR HANDICAPPED CHILDREN MEANS THE 
DIFFERENCE BETWEEN DE^NDENCE AND INDEPENDENCE THROUGHOUT LIFE. 
IT MEANS A TAX PAYER RATHER THAN A TAX USER. IT MEANS A 
CONTRIBUTOR TO SOCIETY RATHER THAN A DRAIN ON SOCIETY. 

FIFTEEN YEARS AGO THE CONGRESS CREATED ANOTHER PROGRAM WHICH, 
UNFORTUNATELY TOOK US IN THE OPPOSITE DIRECTION OF P.L. 94-142 J 
THE ICF/HR PROGRAM. THE INTENTION OF THE ICF/MR , OR INTERMEDIATE 
CARE FACILITY FOR THE MENTALLY RETARDED PROGRAM , WAS TO PROVIDE 
QUALITY SERVICES TO DEVELOPMENTALLY DISABLED P£RS0^2?. WITH NO 
MANDATE FOR MAINSTOEAMING, OR LEAST RFSTOICTIVE ENVIRONMENT* THE 
ICF/HR FUNDING WENT PRIMARILY TO EXISTING STATE INSTITUTIONS. 
THESE, FOR THE MOST PART* ARE. LARGE* ISOLATED CONGREGATE CARE 
SETTINGS . 

NOT ONLY IS THIS ICF/HR PROGRAM A COSTLY ONE WITH AN AVERAGE 
ANNUAL COST PER CLIENT BETWEEN $25*000 AND $40*000 IN 1984, IT IS 
A POOR QUALITY ONE. AS CHAIRHAN OF THE SUBCOHHITTEE ON THE 
HANDICAPPED I HAVE CHAIRED FIVE DA^o OF HEARINGS AND CONDUCTED 
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MORE CITATIONS FOR DBFICIBNCIBS ARB 8BINC ISSUBD. WE HAVE TAKBW 
A BABY STEP IN THE RIGHT DIRBCTIOM, BUT LET HE EMPHASIZE THAT IT 
IS ONLY A BEGINNING. 

WE WERE ALSO RECENTLY SUCCESSFUL IN ENACTING LEGISLATION TO 
EXPAND PROTECTION AND ADVOCACY SERVICES FOR MENTALLY ILL PERSO:B 
IN INSTITUTIONS . AND I HAVE INTRODUCED S. 1948, THE QUALITY 
SERVICES FOR DISABLED PERSONS ACT, WHICH IS PENDING BEFORE THIS 
COMMITTEE. 

ALL AMBRICA^5 KEED TO UNDERSTAND HOW FAR SHORT THE NATION HAS 
FALLEN FROM FULFILLING THE VOW MADE BY PRESIDCKT KENNEDY 25 YEARS 
AGO THAT "RELIANCE ON THE COLD MERCY OF CUSTODIAL ISOLATION WILL 
BE SUPPLANTED BY THE OPEN WARMTH OF COMMUNITY CONCERN." 

I BELIEVE THAT CHANGES IN THE CURRENT SYSTEM OF MEDICAID 
FUNDING FOR DISABLED PERSONS ARE CRITICAL TO IMPROVING THE LIVES 
OF THESE INDIVIDUALS. 

THE MENTALLY DISABLED OF THIS GENERATION NEED SOME MECHANISM 
TO ASSURE DELIVliRY OF QUALITY SERVICES, THEY NEED A SYSTEM TO 
MONITOR THE PROVISION OF THES*: SERVICES, AND THEY NEED INCENTIVES 
FOR GOVERNKEKT TO EXPAND HOME AND COMMUNITY RASED SERVICES. 

LET ME GO BACK TO THE EDUCATION FOR ALL HANDICAPPED CHILDREN 
ACT FOR A MOMENT. I DWELL ON THIS LEGISLATION BECAUSE I THi:,*:; X*** 
REPRESENTS FEDERAL LEGISLATION AT ITS BEST. THIS LAW HAS SEN? / 
SIGNAL TO THE NATION THAT HANDICAPPED PERSONS HAVE A RIGHT TO JtiQ 
SAME OPPORTUNITY AS THEIR NON-HANDICAPPED PEERS: THE OPPORTUNITY 
TO DEVELOP THEIR POTENTIAL TO ITS MAXIMUM, THE OPPORTUNITY TO 
PARTICIPATE IN THE MAINSTREAM OF AMERICAN LIFE, THE OPPORTUNITY 
FOR CHOICES AND INDEPENDENCE. 

THE MEDICAID ICF/HR PROGRAM SENDS THE OPPOSITE SIGNAL. THE 
ICF/MR PROGRAM, BY EVERYONE'S ASSESSMENT, IS INSTITUTIONALLY 
BIASED. AT ITS BEST, IT FUNDS SHELTERED AND LIMITED 
OPPORTUNITIES AND CUSTODIAL CARE. AT ITS WORST IT PROMOTES 
SEGREGATION, DEPENDENCE AKD ISOLATION. WHILE THERE IS A GREAT 
DIFFERENCE OF OPINION ABOUT HOW MANY, IF ANY, OF OUR 
DEVELOP MENTALLY DISABLED CITIZENS WOULD REQUIRE 
INSTITUTIONALIZATIO?! IF ADEQUATE COMMUNITY ALTERNATIVES WERE 
AVAILABLE, THERE IS NO DIFFERENCE OF OPINION ABOUT THE STATE OF 
THE AAT AND THE MOST EFFECTIVE SC^VICES FOR THESE CITIZENS. 

WE KNOW THAT PERSONS WHO WERE ONCE WRITTEN OFF AS HOPELESS 
NOW FUNCTION AS PRODUCTIVE MEMBERS 0? SOCIETY: PEOPLE WHO HAVE 
THE SATISFACTION AND ENHANCED SELF-CONCEPT THAT COMES FROM 
BRINGING HOME A PAYCHECK, FROM BEING A TAX PAYER RATHER THAN A 
TAX USER. WE KNOW THAT THE LIMITATIONS PLACED ON THESE PEOPLE 
ARE OUR LIMITATIONS » CREATED THROUGH LIMITED OPPCRTUIJITIES FOR 
EDUCATION AND TRAINING. 

OUR COAL SHOULD BE TO MAItSTREAM ALL OF OUR DEVELOPMENTALLY 
DISABLED CITIZENS. WE ARE MOVING TOWARDS THE GOAL OF 
MAINSTREAMTNC .VERYONB WITH P.L. 94-142, AND WE NEED TO ESTABLISH 
THAT GOAL llUti MEDICAID SERVICES. 

S. 1948, THE BILL I INTRODUCED LAST YEAR, ATTEMPTS TO BOTH 
ASSURE QUALITY SERVICES FOR THOSE IN OUR INSTITUTIONS AND PROMOTE 
THE EXPANSION OP COMMUNITY ALTERNATIVES. P.L. 94-142 DOES NOT 
REQUIRE THAT EVERY SINGLE DISABLED PERSON BE IN A REGULAR 
CLASSROOM, BUT IT DOES HOLD OUT THAT GOAL. S. '»48 DOES THE SAMS 
THING BY ESTAbLISHING INDEPENDENCE, PRODUCTIVIT. AND INTEGRATION 
INTO THE COMMUNITY AS PRINCIPLES UPON WHICH PLACEMENT AND SERVICE 
DECISIONS ARE MADE. FURTHER IT REC'JIRES EVERY STATE THAT 
PARTICIPATES IN THE INSTITUTIONAT, ASPECT OF THE PROGRAM TO ^LSO 
PARTICIPATE IN THE COMMUNITY SERVICES ASPECT OP THE PROGRAM. 

UNTIL WE SEND ONE CLEAR MESSAGE TO THE STATES THAT WE WANT 
ALL OP OUR HANDICAPPED CITIZENS, WHETHER YOUNG, OLD, SEVERELY, OR 
MILDLY DISABLED, AS PART OP THE MAINSTREAM, WE HILL CONTINUE TO 
POSTER SEGREGATION, DISCRIMINATION, AND DEPENDENCE. 

I COMPLIMENT THIS COMMITTEE FOR TAKING THE TIME TO CAREFULLY 
EXAMINE THIS IMPORTANT ISSUE AND I URGE YOU TO CONSIDER THE 
PROVISIONS IN S. 1948, WHICH WOULD GO A LONG WAY TOWARDS 
IMPROVING THE LIVES OF OUR DEVELOPMENTALLY DISABLED CITIZENS. 

ThANK YOU. 



ERIC 



31 

. STATEMENT OP GI^NNHACKBARTH, DEPUTY ADMINISTRATOR, 
HEALTH CARE FINANCING ADMINISTRATION, WASHINGTON, DC 

Mr. Hackbarth. Thank you, Mr. Chainnan. 
^ I am pleased to be here today to discuss the Health Care Financ- 
ing Administration's conunitment to serving the mentally retarded 
and other developmentally disabled persons. To set the stage for 
today's hearing, I will describe the role that Medicaid plays in fi- 
nancing those services. 

As you know, federally assisted programs are now the mc^jor 
source of financing for services for the retarded and developmental- 
ly disabled. Amendments to the Social Security Act and other enti- 
tlement programs, including Medicaid, have created a diverse set of 
benefits for persons with developmental disabilities. 

Most mentally retarded and other developmentally disabled per- 
sons become eligible for Medicaid through a determination of dis- 
ability imder the Supplemental Security Income Program. Once eli- 
gible, the individual is entit .d to the full range of regularly pro- 
vided Medicaid services in a State. 

In addition to the mandatory services covered under Medicaid, 
States may also cover care in ICFs/MR. In addition. States may 
provide, under a home and community based waiver, services not 
normally covered by Medicaid, and those service may be targeted 
to mdividuals with developmental disabilities. 

As you know, when Medicaid optional coverage of ICF/MR was 
enacted in 1971, the purpose was to provide explicit Medicaid cov- 
erage for the mentally retarded persons with related conditions 
hvmg in institutions. ICF/MR services were covered when an eligi- 
ble recipient requires and receives active treatment in a facility 
meetmg all the standards prescribed by law and regulation. The 
active treatment requirement was added in order to avoid the con- 
tinuation of a long history of custodial care for retarded persons. 

When the ICF/MR benefit was first instituted, most of the par- 
ticipatmg facilities were quite large and most of them were public 
institutions. However, over the last decade there have been increas- 
mg numbers of small facilities added to the program. And at this 
point m tune, roughly 75 percent of the facilities participating have 
^ ^^OA/T®^ ^^^^ ^ percent are large institutions with more 
than 300 beds. Most of those very large institutions are state insti- 
tutions. 

As of 1982, 80 percent of the clients living in public facilities 
were functioning within the severe and profound range of mental 
retardation, while 66 percent of the clients in the smaller facilities 
were functioning in the mild to moderate range of retardation. 

Large public facilities for the mentally retarded are :.ow serving 
the most severely disabled persoris in our society while smaller, pri- 
vately operated, community-based facilities tend to serve the less 
disabled persons. 

As you know, under the Omnibus Reconciliation Act of 1981, the 
Secretary was authorized to waive certain Medicaid requirements. 
This is the so-called home and community based waiver program. 
Under these waivers. States may provide a variety of home and 
community based services to recipients who would otherwise be in- 
stitutionalized or be at risk of institutionalization. 
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In order to obtain a waiver, a State must demonstrate that the 
cost of providing services in the alternative setting is no more ex- 
pensive than services in an institution. 

Thirty-five States have waivers for programs— for persons with 
developmentally disabilities. There are 24 statewide programs and - 
another 22 waiver programs that cover a portion of the develop- 
mentally disabled population in those states. 

To participate in the Medicaid Program, an ICF/MR must meet 
Federal health, safety and active treatment standards. The State 
survey agency must survey the facility annually and certify its 
compliance. 

With Congress help and urging, we have moved aggressively in 
the area of enforcement by looking behind the State surveys to 
assure that appropriate care is provided. 

As Senator Weicker pointed out, the ^ amber of Federal survey- 
ors has been increased, and we have added many specialists in de- 
velopmental disabilities. 

In addition to these Federal efforts, I might add that States have 
increased their own enforcement activities. 

Let me just add one other quick point. 

As you know, the committee 

Senator Durenberger. I should have cut you off. I mean, what is 
your quick one? 

Mr. Hackbarth. We have recently published ar, NPRM which 
would result in a m^'or overhaul of the regulations governing ICF/ 
MR. We believe th'\t is a ver> import effort, the effect of which 
would be to emphasize our activities on assuring an appropriate 
outcome of care as opposed to paper requirements. And at the ap- 
propriate time I would be glad to answer questions about that. 

Senator Durenberger. All right. 

Mr. Hackbarth. And with me is Carolyn Gray. 

Senator Durenberger. Miss Gray, welcome. 

[The prepared written statement of Mr. Hackbarth follows:] 
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I AM PLEASED TO BE HERE TODAY TO DISCUSS THE HEALTH CaRE FINANCING 

aortlnlstration's commitment to services for the mentally retarded 
and other developmentally disabled persons. i will concentrate on 
the role which medicaid plays in financing those services. 

Introduction 

During the 1960's there was a growing awareness o;^ the generally 
poor care practices for persons with mental retardation living in 
institutions. 

At that TIME/ PRIVATE ORGANIZATIONS AND Sl.JE AND LOCAL GOVERNMENTS 
WERE PRIMARILY RESPONSIBLE FOR PROVIDING SERVICES TO THE MENTALLY 
RETARDED AND DEVELOPMENTALLY DISABLED, BY TK*; END CF THE DECADE THE 
BEGINNINGS OF ESSENTIAL REFOR;^ ACTIVITIES WERE WELL UNDERWAY WHICH 
BENEFITTED THE MENTALLY RETARDED AND OTHER DEVELOPMENTALLY DISABLED 
PERSONS. As A RESULT OF LITIGATION AND INCREASED SOCIETAL 
RECOGNITION Or THE NEEDS "F THIS POPULATION. LEGISLATIVE INITIATIVES 
IN THE 1970'S CREATED AN .^Y OF ADDITIONAL ENTITLEMENTS AND 
SERVICES. 

FCDERALLY ASSISTED PROGRAMS ARE NOW THE MAJOR SOURCE OF FINANCING 
FOR SERVICES FOR THE RETARDED AND DEVELOPMENTALLY DISABLED. SEVERAL 
AMENDMENTS TO THE SOCIAL SECURITY ACT AND SPECIFIC ENTITLEMENT 
PROGRAMS FOR HANDICAPPED PERSONS HAVE CREATED A DIVERSE SET OF 
BENEFITS FOR PERSONS WITH DEVELOPMENTAL DISABILITIES. ThESE 

benefits include income support/ medical services, educational and 
vocational services/ and fjnds for rent subsidy/ construction or 
renovation of specialized residential facilities. medicaid is a 
program for low-income individuals who are disabled/ aged, blind/ 
under 21, pregnant or members of families with dependent children. 
Host mentally retarded and other developmentally disabled persons 
become eligible for medicaid through a determination of disability 

UNDER THE SUPPLEMENTAL SECURITY InCOME (SSI) PROGRAM. 

Once eligible/ the full range of regularly provided Medicaid 
services in a state is available to any person, regardless of 
diagnosis/ who is eligible and who receives the services in a 
Hedicaid-covered setting, Services which States must provide 
include physician care, hospital care/ outpatient hospital services/ 
laboratory and x-ray services/ and skilled nursing facility 

SERVICES. In ADDITION/ STATES MAY PROVIDE A BROAD ARRAY OF 
ADDITIONAL HEALTH-RELATED SERVICES/ SUCH AS PERSONAL CARE, 
PREVENTIVE CARE/ CASE MANAGEMENT/ REHABILITATIVE SERVICES AND 
PRESCRIPTION DRUGS. SERVICES SPECIFICALLY TARGETTED FOR THE 
RETARDED AND PERSONS WITH RELATED CONDITIONS MAY ALSO BE INCLUDED. 
For EXAMPLE, CLINIC SERVICES IN MANY STATES ARE DEFINED TO INCLUDE 
HEALTH-RELATED SERVICES AT COKMUNITY-BASED CENTERS FOR THE MENTALLY 
RETARDED. AnD ALMOST ALL STATES COVER CARE IN INTERMEDIATE CaRE 
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Facilities for the Retarded (ICFs/HR). In addition. States may 

^^^^^ t^^ COMMUNITY-BASED WAIVERS. SERVICES NOT 

^?S^^kkLS2^^^^° Medicaid. WHICH are targetted to persons with 

DEVELOPMENTAL DISABILITIES. I WILL BRIEFLY DESCRIBE THESE SERVICES. 
Hedicatd TCF/MR <?^pvyrF^ 

^flESj^^^?'^^^ OPTIONAL COVERAGE OF ICFs/HR WAS ENACTED IN 1971. THE 
PURPOSE WAS TO PROVIDE EXPLICIT MEDICAID COVERAGE FOR THE MENTALLY 

PERSONS WITH RELATED CONDITIONS LIVING IN INSTITUTIONS. 
BECAUSE Oh A CONGRESSSIONAL CONVICTIOU THAT WITH '^ACTIVE TREATMENT^ 
THESE INDIVIDUALS MIGHT ACHIEVE A MAXIMUM LEVEL OF POTENTIAL 

^^2SJi?f^i^^ f^S^^Ii^E^^/SBT ^^^^^^ AND THE District of Columbia 

CURRENTLY COVER ICFs/MR UNDER THE MEDICAID PROGRAM, 

ICF/HR SERVICES ARE COVERED WHEN AN ELIGIBLE RECIPIENT REQUIRES AND 
RECEIVES ACTIVE TREATMENT IN A FACILITY WHICH MEETS ALL THE 
STAND RDS PRESCRIBED IN THf: LAW AND REGULATIONS. THE REQUIREMENT 
THAT THE CLIENT NEED AND RtCElVE ACTIVE TREATMENT WAS INSERTED IN 
THE AUTHORIZING LEGISLATION IN ORDER TO AVOID THE CONTINUATION OF A 
LONG HISTORY OF CUSTODIAL CARE FOR RETARDED PERSONS. AcTlVE 
TREATMENT REQUIRES THAT CLIENTS RECEIVE CAR'£ AND SERVICES TO HELP 
THEH FUNCTION AT THEIR HIGHEST POSSIBLE LEVEL. 

When the ICF/MR benefit was first instituted, most participating 
facilities were large public institutions. however. over the last 
decade an_.incre/^sing number of shall cqhhunity-based facilities have 

?F^2'?ip^S^^PlS8W^^' '^f ^AY. 1986 THERE WERE 5^51 CERTiF7ED 

ICFs/MR WITH 149.000 beds, They may be described as follows: 

° 'iWf^l^V ^VfS^ ""^RJ^L^TIES HAVE 15 OR FEWER BEDS. 

0 730 (22Z) HAVE 16 to 300 beds, and 
0 1/1 c3z) are predominantly large institutions with more 
than 300 beds. 

Twenty-five percent of the ICFs/MR are public facilities. These 

SERVE APPROXIMATELY 100.000 CLIENTS. AND ARE GENERALLY LARGER 

FACILITIES. Seventy-five PERCENT are private facilities. They 

SERVE APPROXIMATELY 16.000 CLIENTS. AND ARE GENERALLY SMALLER 
FACILITIES, 

As OF 1982, 80 PERCENT OF THE CLIENTS LIVING IN PUBLIC FACILITIES 
WERc FUNCTIONING WITHIN THE SEVERE AND PROFOUND RANGE OF MENTAL 
RETARDATION. WHILE 66 PERCENT OF THE CLIENTS IN SMALL FACILITIES 
WsRE FUNCTIONING IN THE MILD TO MODERATE RANGE OF RETARDATION. 
LARGE PUBLIC FACILITIES FOR THE MENTALLY RETARDED ARE NOW SERVING 
IS!L^?2^w^^^^^^^Y DISABLED PERSONS IN OUR SOCIETY WHILE SMALLER. 
PRIVATELY OPERATED. COMMUNITY-BASED FACILITIES VcHD TO SERVE LESS 
DISABLED PERSONS. 
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A BELIEF THAT PERSONS WITH DEVELOPMENTAL DISABILITIES SHOULD BE 
SERVED IN THE LEAST RESTRICTIVE SETTING AND CONCERNS ABOUT 
INCREASING COSTS OF LONG-TERM INSTITUTIONAL CARE LED TO A GENERAL 
PERCEPTION TMAT MANY INDIVIDUALS COULD BE PROVIDED CARE MORE 
APPROPRIATELY AND COST-EFFECTIVELY IN SMALLER FACILITIES (GROUP 
homes) or in other home AND COMMUNITY-BASED SETTINGS. 

Both Congress and HCFA have been working to test this hypothesis: 
Congress, through a series,.qf waivers to encourage home an6 
community-based care/ and hcfa through reforms in the icf/plr 
standards that make it easier for smaller facilities in the 
community to meet medicaid s health and safety requirements. 

Medicaid Home and CoHHUNiTY-BAsgp Waiver Sfrvices 

This desire to provide more individually responsive* yet lower cost 
alternatives^to institutional care is reflected in section 21/6 of 
THE Omnibus Budget Reconcilitiation Act of 1981 (P.L. 97-35), which 

AUTHORIZES THE SECRETARY TO WAIVE CER'^AIN MePICAID REQUIREMENTS TO 

ENABLE States to provide a variety of home and comhunity-based 

SERVICES TO recipients WHO OTHERWISE WOULD NEED MEDICAID COVERED SNF 
R ICF (INCLUDING iCF/MR) CARE. IN .RDER TO OBTAIN A WAIVER, A 
TATE MUST DEMONSTRATE THAT THE COST OF PROVIDING SERVICES IN THE 
ALTERNATIVE SETTING IS NO MORE. EXPENSIVE THAN PROVIDING THE SERVICES 
IN AN INSTITUTIONAL SETTING, A StATE MAY PROVIDE CASE MANAGEMENT, 
HOMEMAKER# HOME HEALTH AIDE/ PERSONAL CARE, HABILITATI0N# AND 
RESPITE CARE SERVICES AS WELL AS OTHER SERVICES ESTABLISHED BY THE 

State and approved by HCFA. The statute specifically precludes 
payment for room and board from coverage under a waiver. 

Thirty-five States have waivers for programs for persons with 

DEVELOPMENTAL DISABILITIES. ThERE ARE 21 StATE-WIDE PROGRAMS AND 
ANOTHER 22 WAIVER PROGRAMS THAT COVER A PORTION OF THE 
DEVELOPMENTALLY DISABLED POPULATION IN THOSE STATES. 

In summary#,Medicaid is serving I'Ig/OQQ persons in ICFs/MR# at a 
cost of $4.7 billion in 1985# and 2l0qq persons in home and 
community-based programs at a cost of $161 million. in addition/ 
Medicaid is serving many retarded and developmentally disabled 
persons who are not in icfs/nr or receiving services under home and 
community-based waivers/ but who have limited income and meet the 
ssi definition of disabled. 

Health and Safety Concerns 

as i mentioned earlier/ the icf/mr benefit was established to 
promote the growth of and to protect persons with developmental 
disabilities living in institutions. we continue to remain 

CONCERNED ABOUT THE CARE PROVIDED TO CLIENTS IN ICFs/HRi In ORDER 
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TO PARTICIPATE IN THE MEDICAID PROGRAM AN ICF/HR MUST MEET FEDERAL 
HEALTH/ SAFETY/ AND PROGRAM (ACTIVE TREATMENT) STANDARDS. ThE StATE 
SURVEY AGENCY MUST SURVEY THE FACILITY ANNUALLY AND CERTIFY ITS 
COMPLIANCE WITH THE REQUIREMENTS. 

In recent YEARS/ WE HAVE REALIZED THAT WE NEEDED TO MOVE 
AFFIRMATIVELY IN TWO AREAS. THE FIRST IS ENFORCEMENT OF STANDARDS. 
To ASSURE THAT FACILITIES I IVE UP TO OUR REQUIREMENTS, WE HAVE BEGUN 
TO "look BEHIND WHAT THE STATES HAVE DONE WHEN THEY SURVEY A 

FACILITY. The second area is in facility standards. We have seen 

THE NEED TO WRITE NEW STANDARDS THAT (1) RECOGNIZE THE IMPORTANCE OF 
CLIENT CARE OUTCOMES/ AND (2) PROVIDE THE FLEXIBILITY NECESSARY TO 
PERMIT SMALLER/ COMMUNITY FACILITIES TO PARriCIPATE AS ICFs/MR. 

With Congress' help / we have moved quickly in the area of 

ENFORCEMENT, ThE NUMBER OF FEDERAL SURVEYORS/ MANY OF WHOM ARE 

specialists in developmental disabilities, has been increased over 
the past 2 years/ and we have increasepjhe number of federal look 

behind SURVEYS. In 1985 WE CONDUCTED m FEDERAL iCF/HR SURVEYS. 
In SEVENTY-TWO CASES FACILITIES WERE NOTIFIED THAT CHANGES WERE 
HEEDED IN ORDER FOR THE FACILITY TO CONTINUE TO PARTICIPATE IN THE 
PROGRAM. In forty-one of THOSE CASES DEFICIENCIES WERE FOUND THAT 
POSED A SERIOUS AND IMMEDIATE THREAT TO THE CLIENTS HEALTH AND 
SAFETY. The most frequent serious deficiency involved the riNDiNG 
THAT CLIENTS WHO NEEDED ASSISTANCE WERE LIVING IN BUILDINGS THAT 
WERE NOT FIRE RESISTANT. ThIRTY-NINE OF THE M FACILITIES MADE 

immediate corrections and thus continued as hedicaid providers. 
The major deficiencies in the other 31 facilities included failure 
TO adequately provide active treatment services, insufficient direct 

care and professional STAFF/ AND PHYSICAL ENVIRONMENT PROBLEMS. 

Twenty-five of these facilities corrected the deficiencies 

IMMEDIATELY OR SUBMITTED ACCEPTABLE PLANS OF CORRECTION. ThOSE 

facilities ^,:hich failed to adequately address their deficiencies 
were terminated. 

This year we have conducted 51^ surveys and 80 facilities have been 
notified of pending adverse actions. through this effort we have 
learned to identify problem facilities and will soon initiate a 

The 



REVISED METHODOLOGY FOR FOCUSING ON THESE FACILITIES. ThERE IS NO 
DIMINUTION OF OUR COMMITMENT \w ENSURING AGGRESSIVE / ACCOUNTABLE 
MONITORING OF THE ICF/HR PROGRAM AT THE FEDERAL LEVEL. 



In addition to these Federal^efforts/ States have increased their 

ENFORCEMENT ACTIVITIES IM^1?86. ,„5TATES HAVE, ON THEIR OWN 
INITIATIVE/ DECERTIFIED 25 ICFs/HR AND 31 HAVE VOLUNTARILY WITHDRAWN 
FROM THE PROGRAM. A NUMBER OF OTHER ADVERSE ACTIONS ARE PENDING. 

In pursuit of our second objective/ to modify ICF/HR standards to 

KEEP PACE^WITH CHANGES IN TRLATMENT SETTINGS AND PRACTICES/ WE ARE 

REVISING Federal requirements. The current standards were published 
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\hJ^7^, and were based on the state of the art at that time. Since 
197h, litigation, legislation, research and technological advances 

have influenced the way in which clients are IDENTIFIED/ ASSESSED 

and provided services. 

In the proposed standards, we have drawn from the accreditation 
standards published in 1983 by the Accreditation Council for 
Services TO hentally Retarded and Other Developmentally Disabled 
PERsoNs(ACnRDD), and from substantial discussion with a broad range 
OF organizations and individuals knowledgeable in the field. The 
proposed standards clearly define and bring together the active 

TREATMENT REQUIREMENTS. ThEY ARE DESIGNED TO BETTER ENABLE BOTH THE 
FACILITY AND MONITORING AGENCIES TO FORM JUDGMENTS ABOUT WHETHER 
INDIVIDUALS NEEDS ARE BEING PROPERLY ASSESSED AND WHETHER 
APPROPRIATE INTERVENTIONS ARE BEING PLAr^NED AND DELIVERED. ThE 
STANDARDS SHOULD PROVIDE GREATER FLEXIBILITY TO ALL OF THE VARIOUS 
SIZES OF FACILITIES IN THE ADMINISTRATION OF THEIR PROGRAMS. AlSO, 
THE STANDARDS SHOULD MAKE IT EASIER FOR HCFA AND THE StATES TO 

measure the outcomes of care. 

We received significant public support in the 235 comments on the 
proposed regulation. we are now reviewing the comments and 
developing the final rule. 

i would also note that in april of this year we published final 
regulations revising fire safety requirements for icfs/ilr. as a 
consequence/ facilities have greater flexibility in meeting the 
standards based on the client s actual ability to exit the building 
in the event of a fire or other emergency. 



Increasing Incentives for Community Living 

In order to address the broader go/ S of enhancing the INDEPENDENCE/ 

integration and productivity of mentally retarded and other 
developmentally disabled people/ the secretary has established an 
intra-agency working group to develop cost-effective policy options. 
The working group will examine Federal policies and programs, 
INCLUDING Medicaid ICFs/HR/ *nd consider possible changes that may 

increase access to community LIVING ARRANGEMENTS AND ENCOURAGE SELF- 
SUFFICIENCY. The committee js expected to have recommendations to 
the Secretary by the end of May 198/. 

We are also conducting a thorough evaluation of the home and 
community-based waivers which will attempt to identify those 
program/ service/ and client-related factors which are asso'.iated 
with cost-effectiveness. some of the evaluation issues which will 
help guide future policy decisions include: 
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STATEMENT OF CAROLYN GRAY, ACTING DEPUTY ASSISTANT 
SECRETARY, OFFICE OF HUMAN DEVELOPMENTAL SERVICES, 
WASHINGTON, DC 

^ Ms. Gray. Thank you, Mr. Chairman, for the opportunity to tes- 
tify today concerning the characteristics of persons with develop- 
mental disabilities and the programs the Office of Human Develop- 
ment Services [KDS] administers in support of a continuum of serv- 
ices for this vulnerable population. 

Developmental disabilities are defined in the Developmental Dis- 
abilities Act of 1984 as severe, chronic disabilities attributed to 
mental or physical impairments manifested before age 22, which 
substantially limit at least three areas of mcyor life activity and 
result in the need for services over an extended period of time. 

We estimate that there are approximately 3.9 million persons 
with develop! ^ental disabilities in the United States, approximately 
2 million of whom are over the age of 18. 

Persons served in institutions represent only a small percentage 
of this population. About 146,000 persons i^ide in inteiaaediate 
care facilities for the mentally retarded. 

Within HDS, the mandate of the Administration for Develop- 
mental^ Disabilities— ADD— is to assist Stat^ to assure that per- 
sons with developmental disabilities receive necessary services, and 
that their legal and human rights are protected. 

This mandate is implemented through ADDV adsiinistration of, 
one, Basic State Grants which help States, to plan, coordinat^3, and 
administer services for persons with developmental disabilities; 
two, protection and advocacy grants, which axtj awarded to State 
agencies to pursue l^al, administrative, and other appropriate 
remedies to insure the protection of rights of developmental^ dis- 
abled individuals; three, special projects, which are made to a vari- 
ety of nublic and private organizations for projects of national sig- 
nificance; and four, a national network of 36 university affiliated 
facilities and 7 satellite cer.ters. These elesnents of the ADD pro- 
gram complement State senice delivery systems. 

At the national level, ADD coordinates with the various agencies 
that provide funding for .services needed by this population, includ- 
ing the Health Care Financing Administration, tne Socid Security 
Administration, the Depar'ment of Education, and the Department 
of Housing and Urban Development. 

ADD cochairs the Interagency Committee on Developmental Dis- 
abilities, which is mandated by Public Law 98-257 to coordinate 
and plan relevant Federal activities. 

In addition^ ADD participates in th-j newly formed Secretary's 
Work Group on Policies Affecting Services for Mentfilly Retarded 
and Other Developmentally Disabled People. The v/ork group is 
charged by the Secretary to examine Federal policies and pro- 
grams, including Medicaid-funded intermediate care facilities, and 
to recommend changes that will increase access to community 
living arrangements and encourage self-sufficiency. 

ADD provides leadership for the employment initiative cam- 
paign. Since the campaign's inception, 87,000 developmentally dis- 
abled workers have been employed in private sector jobs. The em- 
ployment initiative ^las shown that, given proper support services, 
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persons with developmental disabilities can lead more productive 
and self-sufficient lives. 

^ In conclusion, we are committed to promoting the full participa- 
tion in society by persons with developmental disabilities. The 
early success of the employment initiative shows that, with appro- 
priate support services, most persons with developmental disabil- 
ities can lead lives that are more productive, independent, and self- 
su£icient. 

We look forward to the day when all persons participate, in soci- 
ety to the fullest extent of their ability, and to a time when hire- 
ability is not limited by disability. 

Thank you. 

[The prepared written statement of Ms. Gray follows:] 
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: Mr. Chairmanr thank you for the opportunity to testify 

> today before the Health Subcommittee of the Senate Finance 

Committee* 

As Mr. Hackbarth mentioned, the activities of the 
Administration on Developmental Disabilities in the Office of 
Human Development Services do indeed complement those of the 
Health Care Financing Administration. Consequently, my remarks 
will discuss the characteristics of persons with developmental 
disabilities and the programs we administer that support a 
continuum of services for this vulnerable population. 

The Developmentally Disabled Population 

Developmental disabilities ar^ defined in the Developmental 
Disabilities Act of 1984 as severe, chronic disabilities 
attributed to mental or physical impairments manifested before 
age twenty-two. These impairments cause substantial limitation 
in at least three areas of major life activity and result in 
the need for services over an extended period of time. 
Limitations may be in the area of self-care, receptive ani 
expressive language, learning, mobility, self-direction, 
capacity for independent living, and economic independence. 

We estimate that there are approximately 3.9 million 
persons wi^-^ developmental disabilities in the United States. 
Of these, approximately two million are over the age of 18. 
Persons served in institutions represent only a small 
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percentage of this population* About 146,000 reside in 
intermediate care facilities for the mentally retarded, or 
ICFs/MR* 

Due to their functional limitations, persons with 
developmental disabilities commonly need some level of service 
on a long-term basis* Such services may include: 

o Supported living arrangements 

o Educational and vocational training 

o Supervised social activities 

o Speech therapy 

o Physical therapy 

o Case management, and 

o A variety of other services. 

Many persons with developmental disabilities have multiple 
handicaps and may require extensive training and assistance to 
accomplish even the most routine tasks. Accordingly, they are 
among the most vulnerable and difficult population to serve. 
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Overall Purpose of the Developmental Disabilities Program 

The Administration for Developmental Disabilities (ADD) 
seeks to integrate thece persons into the existing network of 
public and private sector providers* Specif ically, is 
charged to 

o assist States to assure that persons with 

developmental disabilities receive the services 
necessary t able them to achieve their maximum 
potential through increased independence, 
productivity, and integration into the community; and, 

o assist States to establish and operate a system which 
protects the legal and human rights of persons with 
developmental disabilities. 
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Structure of the Developmental Disabilities Program 
The ADD program has several components: 

1) Basic State Grants; 

2) Protection and Advocacy Grants 

3) Special Projects, and 

4) University Affiliated Facility Grants 

Basic State Grants ; 

Basic State Grants help States to plan, coordinate, and 
administer services for persons with developmental disabilities* 

Funds are awarded to each State by formula to support the 
activities of a State Developmental Disabilities Planning 
Council* The Councils are comprised of representatives of 
major State and Federal programs, service providers, and 
developmentally disabled persons and their families* As part 
of a three~year improvement plan, each Council selects one or 
two of the following priority service areas as a focus of 
activity: 
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o 



Case Management; 



o 



Child Development Services; 



o 



Alternative Community Living Arrangements; or 



o Employment-related Activities, 

Protection and Advocacy ; 

Protection and Advocacy grants are awarded by formula to 
State Protection and Advocacy agencies^ which must be 
independent from any entity which provides services to persons 
with developmental disabilities. These agencies must have the 
authority to pursue legal, administrative, and other 
appropriate remedies to insure the protection of the rights of 
developmentally disabled individuals who are receiving 
treatment, services, or rehabilitation within the State* 

Special Projects ; 

Through mechanisms such as the Office of Human Development 
Services' Coordinated Discretionary Program, grants are made to 
a variety of public and private organizations for projects of 
national significance* 




ERIC 




98 



-6- 



Unlversity Affiliated Facilities ; 

Grants support national network of 36 University 
Affiliated Facilities and 7 Satellite Centers, These 
.facilities provide interdisciplinary training, technical 
assistance, and information dissemination, and demonstrate 
exemplary service models. 

Approximately 57,000 individuals with developmental 
disabilities and their families receive direct services each 
year from the Unversity Affiliated Facilities and Satellite 
Centers. 

The Role of the DP Program within the Service Delivery System 

These elements of the ADD program complement state service 
delivery systems. State Councils monitor the service delivery 
network. Protection and Advocacy agencies ensure that the 
legal and civil rights of persons with developmental 
disabilities are protected. University Affiliated Facilities 
provide academic and professional training and ensure that 
there is a professional and paraprof essional workforce prepared 
to meet the service needs of this population. Discretionary 
funds help demonstrate improved methods and services. 
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Natlonal Coordination , Efforts 

At the national level, ADD coordinates with the various 
agencies that provide funding for services needed by this 
population. These agencies include the Health Care Financing 
Administration, the Social Security Administration, the 
Department of Education, and the Department of Housing and 
Urban Development. ADD co-chairs the Interagency Committee on 
Developmental Disabilities, which is mandated by P.L* 98-257 to 
coordinate and plan relevant federal activities. In addition, 
ADD participates actively in the newly formed Secretary's Work 
Group on Policies Affecting Mentally Retarded and Other 
Developmental ly Lisabled People. I will discuss the Work Group 
shortly. Finally, ADD has engaged the private sector in 
promoting self-suf f icientsy for persons with developmental 
disabilities through the Employment Initiative Campaign. 
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Secretary's Departmei tal Work Group 

Recognizing the goal of self-sufficiency and the obstacles 
that may prevent it from being realized* Secretary Bowen has 
created an Interdepartmental Work Group on Policies Affecting 
Mentally Retarded and Other Developmentally Disabled People* 
The Work Group is a follow-up to the Report to Congress on 
Policies for Improving Services to Mentally Retarded and Other 
Developmentally Disabled Persons Under Title XIX of the Social 
Security Act. The Work Group is charged by the Secretary to 
examine Federal policies and programs, including 
Medicaid-f unded intermediate care facilities* and to recommend 
changes that will increase access to community living 
arrangements and encourage self-sufficiency* The Group will 
forward its recommendations to the Secretary in early 1987* 

Employment Initative Campaign ; 

President Reagan announced the Employment Initiative 
Campaign in November of 1983 as part of the National Decade of 
Disabled Persons* The campaign demonstrates that Americans 
with developmental disabilities can be a viable segment of the 
work force* The results to date have been most rewarding* 
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In the first two years since the campaign's inception, 



87,000 workers who have developmentcM disabilities have been 
employed in private sector jobs. They will earn absat $400 
million in gross annual taxable wages, while the combined 
savings in public support costs and services will total nearly 
another S400 million* 

This extraordinary accomplishment is due to the active 
support of corporations such as Radisson Hotels, Denny's 
Restaurants, and McDonalds Corporation, and trade associations^ 
including the American Hospital Association, and the National 
Restaurant Association, among others. 

The Employment Initiative has shown that, given proper 
support services, persons with developmental disabilities can 
lead more productive and self-sufficient lives. 

Conclusion 

In conclusion, we are committed to promoting the full 
participation in society by persons with developmental 
disabilities. That goal is not simply a humanitari^^n vision, 
it is in the best interest of persons with developmental 
disabilities, their families and communities and, thus in the 
best interests of all taxpayers. 
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The early success of the Employment Initiative shows that, 
with appropriate support services, most persons with 
developmental disabilities can lead lives that ace more 
productive, independent and self-sufficient. We look forwacd 
to the day wh6n all persons participate in society to the 
fullest extent of their ability, and to a time when 
hire-ability is not limited by dis-ability. 

Thank you, Mr. Chairman, for the opportunity to testify on 
behalf of the Offic of Human Development Services. I would be 
happy to answer any questions. 
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Senator Durenberger. Thank you very much. I thank you both. 

Let me ^k a couple of questions. Later, witnesses will say that— 
and it has been alluded to already by my colleagues— that the Med- 
icaid Program is biased in favor of institutional care to the exclu- 
sion, perhaps, of community care; that Medicaid funding is tied to 
the number of certified beds and not to the specific nee^ of differ- 
ent people; and that the meaningful statistic to look at is not the 
percentage of institutions over a certain bed size, which might 
appear relatively small, but the percent^e of the developmentSly 
disabled population that is served in those institutions. 

Can you tell us anythmg more specific about HCFA, either re- 
sponds, or would respond to those statements? 

Mr. Hackbarth. Yes. 

It is in fact true that the vast bulk of the recipients are still in 
the largec t institutions. But I think we have been making substan- 
tial progr^ in recent years. We have taken a number of steps that 
we thmk have facilitated the movement away from the largest in- 
stitutions to smaller facilities. For example, back in 1981, we took 
some steps to clarify how the existing regulations could be applied 
CO smaller facilities, and through that process tried to make the re- 
quirements more flexible and make them accommodate the special 
needs of small facilities better. 

Of courae, one of the primary purposes of the proposed rules that 
we pubhshed this spring was to do the same thmg. The regulations, 
when first published in 1974, had an orientation that was very 
much directed at the large institutions which predominated at that 
time. One of the reasons for the overhaul of the regulations is to 
assure that they accommodate the change that has been occurring 
m the delivery system. 

Through that regulatory process, as I said earlier, we hope to 
come up with a system that emphasizes not rigid institutional re- 
quirements—paper compliance and the like— but the outcome of 
the services provided to this population. And we thmk through 
that process we will aid the participation of the smaller facilities. 

Senator Durenberger. Speakmg of proposed rules, at the end of 
July-I thmk it was July 25— of this year, HCFA published a rule 
wmch would provide State Medicaid agencies with options when an 
ICF/MK is found to have deficien^^Ios that "do not pose an unmedi- 
ate threat to the client's health and safety", either to correct the 
necessary staff and physical plant deficiencies v/ithin 6 months of 
the approval date of the plan or to reduce permanently the number 
ot beds and certified units within 36 months of the approval date of 
the plan. 

My mail tells me that there is concern out there that this rule 
might be used to prematurely close facilities without r^ard to 
what services are available in the community, or covered by the 
State s Medicaid Program. 

What comments has HCFA received on the regulation? Do you 
have plans with regard to the final regulation? 

Mr. Hackbarth. Yes. 

It is certmnly not our goal to force the delivery system to fit a 
certain mold. The way we view our role is to accommodate changes 
that are occurring in the delivery system and changes that the 
States would like to make. 
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After all, the Medicaid Program is a program that is primarily 
managed by the States at the State level. Thus, we believe it would 
be inappropriate to take r^ulatory or financing steps that would 
dictate that the State delivery system take on a certain shape. So 
we would not have the intent of prematurely closing large facilities 
when there aren't other facilities available to take up the slack. 

As far as our plans for the r^ulation, we are in the process of 
reviewing the comments and hope to have the final regulation pub- 
lished late this fall. 

Senator Durenberger. All right. 

John Chafee? 

Senator Chafee. Thank you very much, Mr. Chairman. 

I would like to pursue two points, the first on the subject of what 
you are doing to encourage the commimitAr living facility. 

As I understand it, Secretary Bowen submitted a report this year 
on the utilization of Medicaid funds, and he established four De- 
partmentwide goals. I won't go into each of those except the last 
one, "To increase) incentives for commimitjr living." 

So I understand from your remarks that, yes, you do support 
community living in certain instances, and so forth, but are you in- 
creasing the incentives for it? 

Mr. Hackbarth. Uh huh. 

Senator Chafee. I mean, I start with a presumption, because I 
have seen it in my own State and elsewhere, and we have had, as 
we are listening here, a lot of testimony that the community living 
facilities and the community living for the individual io the best 
way to go. Now you can ai^e whether it is for 100 percent of the 
people. Let's^ not say for everybody. I personally believe everybody, 
but never mind. 

Mr. Hackbarth. Uh huh. 

Senator Chafee. For the great fall. 

Now v/hpi are you doing to increase these incentives? 

Mr. Hackbarth. Well, of course, the home and community based 
care waiver program I think does in fact establish both appropriate 
incentives and flexibilities for the States to move in that direction 
if they so desire. 

Senator Chafee. Now could I just pursue that subject briefly? 

Mr. Hackbarth. Sure. 

Senator Chafee. To waive a program they have got to get, they 
have got to apply for and there's a string on it. Last year, we in- 
creased the waiver. Review of the waiver is now 5 years. They 
never knov/ whether they are going to get it again. It is fringed 
with restrictions, and so forth. 

For example, y^, in your testimony you indicated that I think, 
35 States have waivers now. But do ^ou have figures on how many 
patients — clierits, if you would, individuals—are covered by those 
waivers? 

Mr. Hackbarth. Yes, I do have that figure. There are 61,000. 
Senator Chafee. As opposed to how many in the institutions? 
Mr. Hackbarth. Roughly, 146,000. 
Senator Chafee. All right. 

Now lets go back to, in other words, my view is that this waiver 
business keeps everybodv on edge and is a handicap, or a hurdle, 
that I don't think the States should be made to leap through all 
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the time. What are your views on that? Well, get rid of the waiver. 
Say that, ves, if you have a plan for cooununity living arrange- 
ments, and your plan includes proper preparation, proper licensing 
of the facilities, that there's an appeal process by the parent or the 
individual guardian in the event that the person is being moved 
froin an institution. Why don't we just have that in law instead of 
having this waiver harassment, if you would? I believe that is too 
strong a term. 

Mr. Hackbarth. Of course, we don't view it as harassment. As 
you well know, there are certain requirements set out in the stat- 
ute for the waivers, and what we are trying to do is implement the 
will of Congress, for example, to assure that the services are pro- 
vided to people who would have been institutionalized or at risk of 
institutionalization, and that the aggregate costs are no more than 
would have been incurred had they been institutionalized. Those 
are requirements that we have to meet. 

I can sympathize and imderstand the States' frustration some- 
times in our efforts to meet those requirements, but those are 
things v/e have to do. They are not at our option. 

Senator Chafee. Well I am asking you whether you think they 
should remain in the law? 

Mr. Hackbarth. Well, in principle, I think that those are reason- 
able requirements; yes, sir. 

Senator Chafee. Now, Senator Durenberger touched on this, and 
I wasn't sure that I understood the answer. Last year in the recon- 
ciliation bill we had a provision dealing with allowing States to 
phase down^ the population of one of these ICF/MR facilities with- 
out having it totally— the facility— totally being physically renovat- 
ed as long as the lifesaving measures were taken. 

Now, it is my tmderstanding that this provision has not I)een 
made available to Colorado and Hawaii, who both applied, because 
the final regulations have not been published. Yet, when we passed 
that — and I was the sponsor of that amendment, as perhaps you 
will remember— the language in the bill clearly states that this 
provision was effective upon enactment and not dependent upon 
the issuance of regulations. What is your answer to that? 
^ Mr. Hackbarth. As I recall, there was some language— perhaps 
m the committee report; I can't remember for sure— that it in fact 
did refer to the need of published regulations. And, of course, that 
is something that we would do as a matter of course, since to im- 

Klement this particular provision does require some judgments to 
e made. And in fairness to everybody, we have to have those judg- 
ments made according to set criteria, so that they are available to 
everybody to know what the rules of the ^ame are, so to speak. 

So, in principle, the provision I think is one that is appropriate 
for regulation, to implement with regulations. 

As far as the specific needs of Hawaii and Colorado are con- 
cerned, our problem is an administrative one. If we were to make 
the provision, in essence, retroactive, we would have to open up de- 
cisions that have already been made or further complicate negotia- 
tions that are already in process to resolve specific identified prob- 
lems. And so to do anythmg on a retroactive basis is very compli- 
cated from an administrative standpoint. And that is why we 
would prefer to have a provision that is prospectively effective. 
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Senator Chafee. Well, you know the thrust of the legislation. 
Mr. Hackbarth. Yes, su:. 

Senator Chafee. And it was to not require States to pour money 
into renovation of a facility that they are planning to close. And we 
all acknowledge that safety measures in any Ufesaving type of 
steps had to be taken. But if it is question of putting on a new roof 
when the old roof can get us through, get them through, a year or 
so, don't bother. 

Now, yet, I am not sure of the details in either Hawaii or Colora- 
do, but it is my understanding that they have been frustrated in 
their attempts to comply with the statute that we passed last year. 

Mr. Hackbarth. Uh huh. 

Senator Chafee. Are you familiar with those? 

Mr. Hackbarth. I am not familiar with the details of either of 
those cases. 

Senator Chafee. Well, it was effective upon enactment. And I 
just hope that you folks would get going en those r^ulations. The 
way your attorneys tell you you cannot proceed without the regula- 
tions. Everybody always say yes, but 

Mr. Hackbarth. Again, Senator, I think— I am an attorney by 
training— and I think as a matter of principle it is appropriate to 
have a broad provision like that implemented through r^ulations. 
If we did not do that, we would be criticized or open to potential 
criticism for arbitrary decisions that were not made according to 
clear standards, et cetera. And so we have to protect ourselves, so 
to speak, on both sides. And I do think that is a reasonable judg- 
ment on our part. 

Senator Chafee. All right. I don't want to debate this ad nause- 
am here, but we can discuss this later on. Thank you. 

Senator Durenserger. John Heinz. 

Senator Heinz. Mr. Chairman, thank you very much. 

I just want to ask the witness from the adnunistration to clarify 
one thing. We are talking about the Medicaid Program, and the 
Medicaid Program is a very strictly means tested program, is it 
not? 

Mr. Hackbarth. Yes, it is. 

Senator Heinz. It serves very poor people, does it not? 
Mr. Hackbarth. Yes. 

Senator Heinz. Now, the second issue is, how we can facilitate 
when it is medically appropriate the de-institutionalization of Med- 
icaid poor beneficiaries for whom Medicaid is paying full room and 
board and health care for in an institution, how we can facilitate 
their transition and maintenance in independent living? So far, 
that is correct, is it not? 

Mr. Hackbarth. Uh huh. 

Senator Heinz. Do we not ^ay as the Federal Government pretty 
close to half the cost of institutionalization of Medicaid patients? 
Isn't it at least that amount in some States and more in others? 

Mr. Hackbarth. You are saying that roughly half of Medicaid 
expenditures go for institutional care. 

Senator Heinz. For the Federal Government cost, roughly. 

Mr. Hackbarth. That's in the ballpark, yes. 

Senator Heinz. I mean, it varies by State 

Mr. Hackbarth. Yes, it does. 
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Senator Heinz [continuing]. From maybe as low as 45 percent to 
maybe as high as 55 or 58 percent, if I recollect it. 
Mr. Hackbarth. Uh, huh. 
Senator Heinz. But it is about half. 

Now, were these what I will call medically necessary services to 
facilitate independent living, available? Would the Federal Govern- 
ment pay all, none, or approximately half of those costs? 

Mr. Hackbarth. Well, I suppose 

Senator Heinz. When you grant a waiver— have you granted any 
waivers? 
Mr. Hackbarth. Yes, we have. 

Senator Heinz. When those waivers are granted, who bears the 
cost? How is that divided between State, local, non-Federal sources 
and the Federal Government? 

Mr. Hackbarth. The same way as under the rest of the program. 

Senator Heinz. The same wayY 

Mr. Hackbarth. Yes, sir. 

Senator Heinz. My question, I guess, is, since we are paying half 
the cost of institution^ization, and institutionalization is inherent- 
ly expensive. 

Mr. Hackbarth. Uh, Huh. 

Senator Heinz. And to the extent— by the way, we don't pay our 
full and fair share of that; the cost is just shifted onto some non- 
Medicaid institutionalized person, a pnvate pay person, for exam- 
ple—so there is no real saving to the taxpayer there. Tliey get 
stuck no matter what happens. 

My question is this: If we have the same share, if the States have 
the same share, wouldn't it be irrational for States to adopt regula- 
tions that were not cost effective? If you are afraid of the Federal 
Grovemment losing money on the provision of services to facilitate 
deinstitutionalization, aren't the States in exactly the same boat? 
^ Mr. Hackbarth. I am not sure if I get the thrust of your ques- 
tion, but are you asking 

Senator Heinz. Well, the cost is shared between the Federal Gov- 
ernment and the State government— the States that are asking you 
to grant waivers. 

Mr. Hackbarth. Uh huh. 

Senator Heinz. You, I presume, are concerned about the cost. At 
least I thought I heard you say earlier. And I am saying the incen- 
tives to minimize costs are just as great to the States as they are 
for you. 

Mr. Hackbarth. So is your question, would we agree to eliminat- 
ing from the requirements 

Senator Heinz. Well, my first question is. Do you agree that the 
incentives are the same? 

Mr. Hackbarth. No, sir, I would not. 

Senator Heinz. Why is that? 

Mr. Hackbarth. Because often the Federal Government pays the 
majority of the costs. The matching rate exceeds 50 percent. So we 
have a higher interest, if you will 

Senator Heinz. But we just established that it is approximately 
50 percent. If you are saying yes, sometimes the Federal Govern- 
ment pays 52 or 53 i>ercent, and the States pay 47 or 48 percent, I 
just don t think that is a material difference. 



ERIC 




108 

Mr. Hackbarth. No. I think we are talking about different 
things. And I thought your original question was, what percentage 
of Medicaid dollars go to institutional care? That number, I think, 
is around 50 percent. But, in fact, the Federal matching rate often 
substantially exceeds 50 percent. So, yes, the Federal Government 
does have 

Senator Heinz. What does the matching rate for these services 
average? 

Mr. Hackbarth. For institutional services, in particular? It 
would be the same as anyttdng else. 

Senator Heinz. So both the matching rate for services and for in- 
stitutions is about the same, isn't it? 

Mr. Hackbarth. Our matclung rate is constant across the full 
range of Medicaid services, yes. 

Senator Heinz. Well, if the chairman will allow me just to pro- 
ceed 30 seconds more. I am puzzled by what you have just said, be- 
cause if the matching rate is the same for both services and institu- 
tionalization to the Federal Government, and if it is somewhere 
aroimd 50 percent—it might be 55 percent Federal, maybe it is 

Mr. Hackbarth. Often it is substantially higher than 55 percent. 

Senator Het^. Well how much higher? 

Mr. Hackbarth. Up to 78 percent Federal. 

Senator Heinz. And what is the average? What is the national 
average? 

Mr. Hackbarth. I suppose it would depend on how you weight 
the average. 

Senator Heinz. Well you don't need to weight the average. I am 
asking for the arithmetic mean. 

Mr. Hackbarth. The average is above 50 percent. 

Senator Heinz. Not a mode, not a median. I am asking for an 
arithmetic mean; take the dollars on both sides then add them up, 
and make a percentage. 

Mr. Hackbarth. The average rate is above 50 percent. 

Senator Heinz. About 50 percent. 

Mr. Hackbarth. Above 50 percent. 

Senator Heinz. Above. But you are telling me that it is as high 
as 70-6ome percent. 
Mr. Hackbarth. Yes. 

Senator Heinz. Then you have great precision when you tell me 
how high it may go. When I asked you what the average is, you are 
saymg, oh, well, that is just something above 50 percent. I don't 
know. Now I don't think you can have it both ways. 

Mr. Hackbarth. I can give you that number. 

Senator Heinz. If you have got information that tells you that it 
goes up to 74 or 75 percent, you ought to have information as to 
what the average is. 

Mr. Hackbarth. Senator, I would be glad to supply that informa- 
tion for the record with great precision. I simply don't have it in 
my head. 

Senator Heinz. How many people are here from the Depart- 
ment? 

Mr. Durenberger. Fiftynaix percent. [Laughter.] 
I think we could get it in writing. [Laughter.] 
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Mr. Hackbarth. Senator, I would stUl be happy to send the 
letter. 

Senator Heinz. I woiild still like to know how many people are 
here from the Department. Would you all raise your hands? 
rAi showing of hands.] 

Senator Heinz. Mr. Chairman, there are over a dozen people 
from the Department there. 
Senator Durenberger. Fiftynsix percent he said. [Laughter.] 
Senator Heinz. Of the audience. 

Senator Durenberger. You were here in 1978 and 1979. The 
whole room would be filled with Department people. 
Senator Heinz. Well that is progress. [Laughter.] 
Senator Durenberger. The cmrt bearers we used to call them. 
Senator Heinz. Thank you very much. 

Senator Durenberger. I take it we will follow up on Senator 
Heinz line of questioning, is that all right, Glenn? 
Mr. Hackbarth. Sure. 

Senator Chafee. Mr. Hackbarth, one quick question. Some of the 
most poignant testimony we have received is from those parents— 
aiid frequently it is a single parent— who are, or is, taking care of a 
child— and in one instance it was two children— extremely disabled 
at home, and by doing that, are saving the Federal Government ex- 
traordinary sums of money, or all government, because those chil- 
dren could be in an institution. And the plea that comes across is, 
look, we are not asking that our child oe in an institution. We 
don't want it. We are prepared to carry this ball ourselves to do 
what is necessary. But in the case, particularly of the single 
parent, the plea is for some respite care, a 2-week break. 

We had a lady testify before and all she asked for was 2 weeks of 
relief. And when you could understand the schedule she had, I 
thought that was one of the most modest requests I had ever heard. 

And yet under the waiver, it appears to be extremely difficult to 
get any Medicaid assistance for a situation like that. To me, it just 
doesn t make an awful lot of sense. 

Could you briefly discuss what you know about that or have 
someone discuss it? First, the d^ee of difficulty of getting the 
^ver. And it is my imderstanding, a waiver that covers this. 
These waivers aren't across the board. Obviously, they are for a 
limited purpose. Could you discuss that briefly? 

Mr. Hackbarth. Yes, sir. 

As I understand it, you are correct, it is difficult. And this is one 
of the issues that the Secretary's work group is looking into. 

Senator Chafee. Well I iust want to put in a plea that it be 
granted. The savings— the claim, I am sure, will be, oh, well, these 
people that are attending their children at home will now suddenly 
flood forward and say we want some help. Well they ought to get 
the help, I think. And if you look at it the other way, if those par- 
ents suddenly said, we give up; you take care of these yoxmgsters in 
the institutions, the cost to the Federal Government and the State 
governments would be astronomical. 

And I was really touched by the testimony we had in those in- 
stances. So I hope you will proceed to provide that the waivers can 
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cover respite care without an incredible number of hurdles for the 
State to go through. • 
Thank you, Mr. Chairman. 

Senator Durenberger. John, thank you very much. Glenn and 
Carolyn, thank you very much. 

We will now call up our next panel. Dr. Charlie Lakin, from the 
Center for Evidential and Community Services, University of Min- 
nesota. Charlie, if you would come up here first. I have got a young 
man who wants to take your picture. Then you can go back and 
testify. [Laughter.] 

Senator Durenberger. Dr. David Braddock, from the University 
of Illinois at Chicago; James W. Conroy, director of research and 
program evaluation. Developmental Disabilities Center, Temple 
University; and Dr. David Mank, assistant professor. Division of 
Special Education and Rehabilitation, of the University of Oregon, 
in Eugene, OR. 

I think all the witnesses are aware of the rules on the length of 
their testimony. Their statements are well done and will all be 
made part of the record of this hearing. 

We will begin with Dr. Lakin. 

STATEMENT OF K. CHARLIE LAKIN, PH.D., SENIOR SCIENTIST, 
CENTER FOR RESIDENTIAL AND COMMUNITY SERVICES, UNI- 
VERSITY OF MINNESOTA, MINNEAPOLIS, MN 

Dr. Lakin. Good morning. My name is Charlie Lakin. I aim a re- 
searcher at the University of Minnesota. 

Over the past 10 yeaxSy my colleagues and I have concentrated 
on gathering and maintaining national statistics on residential and 
related services for persons who are mentally retarded. Of obvious 
mterest m that work has been the ICF/MR Program. 

I believe the ICF/MR Program really has shown considerable 
success m attaining its original goals; notably, among those goals, 
were to improve the scandalous conditions existing in State institu- 
tions m and around 1970, and also to remove the incentives for 
States to place persons with mental retardation in nursing homes, 
or to certify their State institutions as skUled nursing facilities 
solely to obtain a Medicaid cost share. 

While the success of this program is debatable, it is abundantly 
clear that the goals that it was established to meet are not the 
goals we should be striving for today. 

In passing the Developmental Disabilities Assistance and Bill of 
Rights Act of 1984, Congress articulated well what we should be 
stnving to obtain in policy and programs today. That act spoke of 
the intent, to enable persons with developmental disabilities to 
achieve their maximum potential through increased independence, 
productivity, and integration.'' I hope Congress will weigh its ac- 
tions and its inactions against that standard. If it does, I see little 
chance that the current ICF/MR Program will be judged as ade- 
quate. 

I have come to the conclusion in my work that we need a signifi- 
cantly different Federal program to assist States in providing resi- 
dential and related services. The ICF/MR Program may not pre- 
vent States from realizing the ideals, the DD Act, but it docs noth- 
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ing to encoxirage them. I think it is dramatically devoid of purpose 
when compared with programs such as the one Senator Chafee has 
proposed. 

But whether Senator Chafee's bill or some other bill guides our 
Nation's commitment to mentally retarded persons, I believe an ef- 
fective program must exhibit a number of qualities. 

I believe it must stimulate States to actively pursue increased 
community integration of persons with mental retardation. There 
is no habUitative or cultural justification for a long-term commit- 
ment ix) segregated facilities. 

It should ensure that appropriate standards exist for services and 
that effective and unbiased monitoring takes place. 

It should be flexible and promote the availability of a wide varie- 
ty of options for integrating the residential, productive and social 
lives of persons with mental retardation. 

If the ICP/MR Program has taught us anything it is that there is 
no single one best model of care for all persons with mental retar- 
dation. 

Our program should demonstrate much greater equity among 
States in the extent to which the Federal Government assists in 
support appropriate services. Today, Stafa^ vary enormously in the 
proportion of iheir residential systems covered by Medicaid, and 
also in the amoimt contributed by the various Federal programs 
that are available to States to help support the costs of services. 

I also believe our program should promote a much stronger rela- 
tionship between the dollar amoimt -the Federal Government con- 
tributes to the services for an individual and the level of impair- 
ment of that individual. 

It may be that if v/e were to somehow alter the ICF/MR Program 
so that all people didn't receive the same level of care, this may 
happen automatically, but another means to encourage such a rela- 
tionship would be to experiment with a limited niimber of impair- 
ment related groupinp to determine a maximum level of Federal 
financial participation. 

Almost exactly 10 years ago the General Accounting OfHce 
issued a report that found — 

Although the States are primarily responsible for the carft and treatment of the 
mentally disabled, many problems are attributable to Federal programs which pro- 
vide incentives that inhibit the appropriate placement of the mentally disabled, and 
the lack of leadership and actions by many Federal agencies whose programs do, 
could or should affect community placement 

It is going to be a terrible shame if that conclusion will remain 
valid for yet another decade. 
Thank you. 

Senator Durenberger. Thank you very much. Dr. Lakin. This is 
an iiiteresting panel. We have got everybody spread out. We could 
get you all with one shot. [Laughter] 

That was not a threat. Go ahead. Dr. Braddock. 

[The prepared written statement of Dr. Lakin follows:] 
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Medicaid Services fot Persoas «rlth Dev^Iopaental DUabllitle^ 



(Testimony before the SubcommUtee osi Health, 
Senate Committee on FiDaT:r;» September 19, 1986) 



My name is Charlie Lakin. I am Scaior Scientist of the Center for R^stdentin! and 
Community Services, University of Minnesota. Because my invitation lo testify obviously 
derives from my role as primary author of "An Analysis of Medicaid's Intermediate Care 
for the Mentally Retarded (ICF-MR) Program," I will generally .estrict my observations 
to ones that derive directly from that report. The analysis of the ICF-MR program 
provided a two points in time look at changes in state operated, licensed, or contracted 
residential facilities for people with mental retardation, June 30, 1977 and June 30, 1982. 
Importantly, the study included both ICF-MR certified and noncertified facilities. The 
report also contains the results of two special sur-cys regarding the responses of states 
to the Medicaid waiver authority and state practices in reimbursing private ICF-MR care, 
as well as reviews of literature related to current policy issues (e.g., a legislative and 
regulatory history of the ICF-MR program, a survey of research on the different 
habilitative outcomes of placement in large and small residec^iial facilities). Because the 
findings from this study are the most current and comprehensive statistics on ICF-MR 
certified and other residential facilities nationally, I would like to include some of these 
as part of my formal testimony. Where appropriate, these have been updated by more 
recent surveys of our Center. 



Regarding residential services pcnerally 

♦ Cn June 30, J 98 2 state residential care systems (public and private, ICF-MR and non- 
certified facilities) had a total of 24S.669 persons with mental retardation in JS,633 
residential facilities. 

--The 15,633 facilities nationwide had a total licensed bed capacity of 304,216 with 
a total residential population (retarded and non-retarded) of 279,095; they 
had an occupancy r»te of 92%. 

— Average number of residents per facility was 15.6 nationwide: state averages 
varied from 8.8 persons per facility in Vermont to 122.4 ^r facility in 
Oklahoma. 



* States vary widely in their mental retardation placement rates (i.e., the number of 
people with mental retardation In their state residential care systems pet 100,000 of then 
general population). State placement rates varied in 1982 from 34 in Nevada to 184 in 
North Dakota, with the national average being 105. 



Selected Findings Related to Medicaid Services 
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• The total number of people with mental retardation In state residential care systems 
has been stable since J967, while the rate of placement has decreased significantly. 

- In 1967. there were 254»000 residents with a primtry diagnosis of mental 

retardation acd mental health facilities (the latter then being used widely for 
residential placements of people %:lio were mentally retarded); in 1982. there 
were 246.000. 

"In 1962 the national mental retardation placement rate (both mental retardation 
and mental health facilities) was 125 per 100.000 with states* rates varying 
from 40 (Nevada) ic 232 (North Dakota); in 1982 the national rate was 106 
with state rates varying from 34 (Nevada) to 184 (North Dakota). 

- Between 1967 and 1982 only 8 states increased their placement rates. 



• Average dally population of state Institutions which peaked at 194,650 In FY 1967 has 
decreased every year since, falling to JOSjOOO In FY J982. 

-State institution populations have decreased at a steady rate of approximately 
5.000 residents per year since Fiscal Year 1968. 

-The average daily population of state institutions in Fiscal Year 1985 (about 
iOJ.OOO) was only 54% of the Fiscal Year 1967 average. 

-Tbs state institution placement rate (i.c.. rate per 100.000 of the general 
population) fell from 99.0 to 47.8 nationally between 1967 and 1985. 

- State institution placement rates vary among the states from 15 in Alaska to 109 
in North Dakota. (North Dakota has lowered its fate from 143 to 109 
between FY 1978 and FY 1985.) 



• Today the number of people with mental retardation In private residential facilities 
surpasses the number In public residential facilities, 

- In 1982 47.2% of residents were in private facilities. 

- Projecting the annual rate of change in residential placements by type of 

operation from 1977-1982. by June 3C. 1985 an estimated 53% of people with 
mental retardation in state residential care systems were in private facilities. 

- In 1977 the privately operated proportion of state residential care systems ranged 

from a minimum of 4% in South Carolina to a maximum 67% in Maine; by 
1982 the private share of state residential care systems had increased to 7% 
in South Carolina and to 73% in Maine. 
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• In 1982 most persons with mental retardation In state residential care systems (84%) 
resided In group residences (U^ facilities In which a paid staff provides care, supervision 
and^ training to residents). This wts tlmost the sacic percentage as in 1977 when 86% or 
residents were in such residential/training settings. However, there were notable changes 
in the sizes or the group residences between 1977 and 1982. 

-Most group residence tenants (60%) are in large (16 or more residents) pu^^iic 
facilities (122^71 of 205,330 in 1982). There was a significant \qVa\ and 
proportional reduction from 1977 when 154,S56 of 214,300 (72%) of group 
residence tenants were to large public facilities. 

- Large private group residences (16 or more beds) had 40,347 total residents with 

mental retardation in 1982, up from 36,998 in 1977. 

-Small group residences (15 or fewer residents) had 42,118 residents with mental 
retardation in 1982, an increase from 22,449 in 1977. 

- The second most widely used model of care in state residential care systems in 

1982 was specialized foster care (i.e., foster care homes with special licenses 
to serve people). In 1982 there were 17,147 such placements (an increase 
from 14,418 in 1977) with almost 10,000 of those in California and New York. 

- One si8nific8nce of the proportion of individuals in group residences (as defined 

above) is that such facilities are the most readily adaptable to certification 
as ICF-MR facilities (68.5% of residents of group residences in 1982 were 
ICF-MR certified facilities). 



• The average size of residential facilities has decreased rapidly, 

- The avcra8e number of residents per facility in state residential care systems in 

1982 was 18.0, a decrease from 26,2 in 1977. 

- In 1977 there were 9,294 small facilities (15 or fev/er residents) nationwide with 

40,433 mentally retarded residents; in 1982 there were 13,862 small facilities 
with 63,703 retarded residents. 

R'jgardlng ICF'MR facilities specifically 

* Between 1977 and 1982 the proportion of occupied residential system beds that were tn 
ICF'MR certified facilities grew from 4S% of the 247,800 total (certified and 
non'certlfled) to 58% of 24SJ00, An additional 7% growth in residents of ICF-MR 
facilities by June 1985 Is estimated from a 1986 survey of 40 states, 

-The ICF-MR pro8ram had a net increase of 34,000 beds from 1977-1982, reaching 
a total of 140,684 on June 30, 1982. (The June 30, 1935 total is estimated to 
be about 150,000.) 

-Most of the 8rowth in ICF-MR beds between 1977 and 1982 was in facilities with 
more than 76 residents (a net Increase of almost 20,000 beds out of a total 
net increase of 33,800 beds). 
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-In 40 states (with 85% of the I9S2 ICF-MR population), between I9«2 and 1985 
there was a net growth of about 900 residents in ICF-MR facilities of more 
than 16 residents (about 8,000 more in Urge private ICF-MR facilities; about 
7.000 fewer in large public facilities). 

- The fastest growing segment of the program is the small ICF-MR facility. Small 
ICF-MR facilities (15 or fewer residents) had a net increase of almost 500% 
(7.000 rcsidcnu) between June 30. 1977 and 1982. Between June 30. 1982 
and 1985. 40 states witnessed a doubling from 8.400 to ibout 16.850 in small 
ICF-MR residents, (The II states which had not yet reported data for 1985 
had a total increase of only 65 small ICF-MK facilities between 1982 and 
l984-an estimated 350-400 residents.) 

-Almost all growth in large (16 or more residents) facilities took place through 
certifying existing facilities for ICF-M!;^ participation, while new small 
ICF-MR facility residents were generally placed in newly opened facilities. 



The proportion of hrge public Institution residents whose care was cost shared by the 
ICF'MR protram substantially Increased between 1977 and 1982, In 1977 states had over 
60.000 people with mental retardation in non-certified public institutions of 76 or more 
residents out of 152.500 residents altogether; by 1982 only 15.000 out of 120,000 total 
residents In public institutions were in non-certified beds. 



• A, shift from public to prhate prorlders Is taking place within the ICF'MR program, 

- Highly related to the shift from larger to smaller facilities within the ICF-MR 

program wts a trend toward a decreasingly public and increasingly private 
ICF-MR industry. 

-Between June J977 and 1982 nearly 19.000 private ICF-MR residents were added 
and the private care of ICF-MR residents increased from 12% to 23%. 

- Between June 1982 tad I98r in 40 states the proportion of ICF-MR residents 

provided for in private, facilities increased from 23% to 33%. 



• States tary remarkably In the slse and dynamics of their ICF-MR programs. 

-The proportion of total beds in state residential systems that ire ICF-MR 

c<rttfied varies substantially across states. In 1982 85% or more of all beds 
in Minnesota. Rhode Island. Utah. Texas, and Louisiana were certified, 
compared to 35% or less in Arizona. Florida. Missouri. North Dakota. Virginia 
and Wyoming* The national average was 58%. 

- Twelve states actually decreased their number of occupied ICF-MR beds between 



1977 and 1982, largely because population declines in their certified state 
institutions were not equalled by commensurate private and small public 
facility certifications. New York and M:caigan decreased by about 8,000 
ICF-MR beds during the period. Between 1982 and 1985 several other states 
joined the group with net bed losses. Interestingly New York increased its 




s 

tottl ICF-MR populttioD by tf>out 3,500 between 19S2 tod 19S5, primarily 
through devclopffleDt of )mall ICF*MR Ttcilities. 

A number or states signiricaDtly increased ICF-KfR beds between 1977 and 19S2; 
California and New Jersey alone added over 9,000. However, most of the 
newly added ICF-MR beds during the period came from the certification cf 
existing large state institutions. With few beds left uncertified in state 
institutions, the number of ICF-MR covered residents in state institutions is 
estimated to have declined by 8,O0')*9,00O between 19S2 and 19SS. 



• SmctI tCF'MR facilities an growing rapidly In numt^r^ but they t^nd to he 
concentrated In a Jew states* 

- In mid-1977, three-quarters (74.5%) of small ICF-MR facilities were in Minnesota 
and Texas. In mid-19S2, nearly half (46.4%) of small ICF-MR facilities were 
in Minnesota and New York; 65.1% were in Minnesota, New York, Michigan 
and Texas. 3y mid-l9S4, half (48.2%) of small ICF-MR facilities were still in 
Minnesota and New York and 6Z0% were in Minnesota, New York, Michigan 
and Texas. 

» Between June 19S2 and 19S5, Nev/ York, California, and Ohio accounted for about 
60% of the total growth in small ICF-MR residents within 40 states. 



• Small (!$ or fewer resid:nts) tCF'hfR faculties are getting eren smaller. 

- In mid-1977 Small ICF-MR facilities had an average population of 9.2. 

- In mid-l9S2 small ICF-MR facilities had an average population of 8.1. 

- Small ICF-MR facilities opened between January 1981 and June 1982, had zu 

average population of 6.8. 

- In a recent survey a number of state mental retardation agency personnel said 

that the introduction of the Community and Family Living Amendments has 
been a factor is «he development of smaller ICF-MR residences than might 
otherwise have occurred. 



• Large and small tCF'hfR facilities hare simitar release rates, but there Is i much lower 
rate of admission to large tCF^^fR facilities* 

-The depopulation of large ICF-MR facilities (16 or more residents) is taking place 
primarily through rates of release that are similar to those of other types of 
facilities, but with a*'erage rates of new admission that are much lower than 
those of smaller facilities. 
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- There were 275 new admissions per 1,000 total residents in small ICF-MIw facilities 
in FY 1982, but only 60 per 1,000 residents in ICF-MR facilities ox' 76 or 
more residents. 



• Population t ^es among residehtiat facilities are much mere highly related to facility 
size than to certification status. 

Resident movement trends in Fiscal Year 1982 among certified and noncertified 
facilities of the sarae sizes tended to be quite similar. 

— Differences among size categories within certified and noncertified facilities were 

large, with major shifts toward increasing the number of people in relatively 
small facilities (certified and noncertified) and decreasing the number in 
relatively large facilities. 

- Comparison of certified and noncertified facilities within the same size categories 

in FY 1982 showed small (15 or fewer residents) ICF-MR facilities to be 
growing faster than small noncertified facilities (increases in number of 
residents of 12.1% and 5.7%, respectively) and the very largest ICF-MR 
facilities (30! or more residents) to be depopulating faster than the very 
largest noncertified facilities (decreases of 5.9% and 3^% respectively). 



* An estimated 42.500 ( ±p.OOO) persons with a primary diagnosis of mental retardation 
were residing in nursing homes in 1977 according to the National Nursing Home Survey 
of 1977. 

-Of these an estimated 85% (36,100) were in Medicaid certified facilities. 

- An estimated two*thirds had Medicaid as a primary source of payment. 

~ An estimated 29,000 of these persons were 62 years or younger; 13,500 63 years 
or older. 

- An estimated 82% had been a resident of the same nursing hom? for at least one 

year previous. 

Characteristics of Residents - All Facnitfcs 

• The number of children and youth (persons 21 years and younger) in state mental 
retardation systems has been decreasing substantially. 

- While the total residential population was nearly constant between 1977 and 1982, 

the number of children age 0*21 decreased by more than 30,000 from 91,000 
(38.5% of all residents) to 60,000 (24.8% of all residents). The total XJJS. 
population aged 0-21 decreased from 37.5% to 34.5% during the same period. 

- Decrea,«ing numbers of young people in residential facilities were noted in every 

state. In 1977 the proportion of residents who were 0-21 ranged from 19.7% 
in Alabama to 69.5% in Alaska; in 1982 from 11.7% in Rhode Island to 50% in 
Alaska. 
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♦ The relative proportions of mildly, moderately, severely, and profoundly retarded 
residents in the total residential care system did not change substantially between 1977 
and 1982, 

- The proportion of residents who were severely or profoundly mentally retarded 

increased from 59.7% in 1977 to 60.5% in 1982. 

- The proportion of residents who were borderline or mildly retarded was 16.9% in 

1977 and 16.8% in 1982. 



♦ The proportion of residents in small facilities ( 1$ or fewer residents) who were 
severely or profoundly retarded increased from 23.9% of the total in 1977 to 32 7% in 
1982 (from SJSOO to 13,700 individuals). 



♦ The most severely handicapped residents continue to be disproportionately placed in 
large (16 or more residents) public institutions. 

- The proportion of residents in public institutions who were profoundly retarded 

has increased from 15% in 1939 to 57% in 1982. 

The number of profoundly mentally retarded persons who resided in state 
institutions increased from 51,000 to 68,000 from 1965*1982. 

- In 1982, 25.5% of state institution residents were non-ambulatory, compared to 

only 19.5% of residents in the total residential care system; 38% of 
institutionalized residents were not toilet trained compared to 26.7% of 
residents in the total residential care system. These differences are highly 
associated with the greater proportion of profoundly retarded people in state 
institution*. 



♦ Fewer than 20% of the residents in either public or private residential facilities have 
extraordinary health care needs, 

- There is no statistically significant difference between the proportions of public 

facility residents (19%) and private facility residents (17%) with chronic 
health problems. 

- There is no evidence that the medical care needs of public institution residents 

are substantially different or more extensive than those of persons living in 
private residential facilities. 

Characteristics of Residents - TCF-MR Facilities 

♦ The number of children in ICF^MR facilities has decreased significantly. 

- In 1977, 4.4% of ICF-MR residents were under 10 years old; by 1982 the 



proportion dropped to 2.6%. 
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- In 1977, 35.6% of ICF-MR resideots were age 0-21, coapared to only 23.6% in 



-The Jargcsi ICF-MRs have the lowest proportion of children and youth- only 21% 
of residents of ICF-MR facilities with more than 150 residents were under 22 
years old. 



• The ICF'hfR population is becoming more severely impaired. 

- Between 1977 and 1982 the proportion of ICF-MR residents who were profoundly 

retarded increased from 44% to 50%, compared to an increase of from 34% to 
37% for the service system as a whole. 

- In 1-6 bed ICF-MRs, the proportion of residents who were profoundly retarded 

increased from 3% to 21% between 1977 and 1982. In 7-15 bed ICF-MRs, the 
increase was from 3.5% to 14%. 

- Between 1977 and 1982 the proportion of ICF-MR residents who were 

mildly/moderately retarded decreased by 3%, although with the growth in the 
ICF-KQl program their actual numbers increased by 5,230 persons. 



♦ States vary substantially in the characteristics of the residents in their ICF-MR 
programs. 

- Because there is no specific target population for the ICF-MR program, states 

have exercised wide latitude in defining their own populations. 

- Nationally, 25% of ICF-MR residents in 1982 were mildly or moderately retarded, 

ranging from under 10% in Hawaii, Maine, and West Virginia to over 37% in 
Minnesota, Colorado, and Oklahoma. (Since 1982, the proportion of ICF-MR 
residents who were mildly or moderately retarded has decreased 
substantially.) 

Costs of Residential Services - All facilities 

* Approximately $15 J billion was spent by all levels of government on behalf of mentally 
retarded persons in 1982. (Estimated by Inspector General of DHHS, 1983: corroborated 
by the Expenditure Analysis Project, 1985). 

- An estimated $7.5 billion (49%) were federal expenditures and $7.8 billion (51%) 

were state and local expenditures. 

- An estimated $7.3 billion (48%) were Medicaid long-term care (ICF-MR, SNF, and 

ICF) and medical assistance expenditures. 

- An estimated $5.4 billion (35%) went to state residential care systems and 7-8 

billion dollars or about half to mentally retarded persons in all forms of 
residential care (including nursing and other generic types of facilitfrs not 
specifically licensed to serve mentally retarded people). 



1982. 
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* Public expenditures for state residential care systems for mentally retarded persons 
increased from approximately $3.1 billion in 1977 to approximately $5.4 billion m 1982. 



• The entire increase in expenditures between 1977 and 1982 can be attributed to 
increases in per diem costs (the number of residents served by the system actually 
decreased by 1,7% over this period). 



• While the overall increase in per diem costs was 80.8% for the system between 1977 
and 1982, the amount of increase varied substantially by type of facility. 

The average per diem cost of small (15 or fewer residents) ICF-MR group 
residences increased from $21.68 to S64.94. 

•- The average per diem of small non-ICF-MR group residences increased from $16.04 
to $30.56. 

-The average per diem of large (16 or more residents) ICF-J4R group residences 
increased from $42.94 to $80.49. 

- The average per diem of large non-ICF-MR group residences increased from $33.54 
to 545.76. 

-The average per diem for foster/family care homes increased from $9.57 to $16.12. 



• The national average per diem rate was $61.89 in 1982, but there was wide variation 
across states, from Alaska ($117,62) to Montana ($37 J 3), 

Costs of Residential Services - ICF-M R Facilities 

• ICF'MR (both federal and state expenditures) was the fastest growing component of 
both stale residential care and Medicaid long-term care expenditures. 

~ ICF-MR expenditures increased from 53% of the total cost of state residential 
care in 1977 to over 75% in 1982. 

~ The daily public cost for ICF-MR care increased from about $4.5 million on June 
30» 1977 to $11.2 million (150%) on June 30, 198^ 

- Total public expenditures went from $350 million in Fiscal Year 1975 to $3.6 

billion in 1982 and an estimated $3.9 billion in 1983 (S. Hrg 98-1045). 

- ICF-MR expenditures represented 30% of all Medicaid long-term care costs in 1982 

compared to about 10% in 1975. 
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♦ Early increases in ICF-MR expenditures (pre*1977) were due more to increases in total 
recipients of care than to increases in per recipient costs. Increases in ICF-MR 
expenditures since 1977 been due primarily to increases in per recipient costs. 
About 709b of the increase in program costs from 1977 to 1982 can be attributed to 
increasing per diem costs. 



♦ Although there are no indications of concern about program size and cost in the public 
record of 'debate* on the authorization of the ICF-MR benefit in 197 L the total 
beneficiaries and real dollar costs of the contemporary program could have been 
anticipated. 

— The legislation was primarily, if not exclusively, focused on upgrading, through 
the stimulatory promise of FFP, the conditions of public institutions which 
at the time the legislation was passed housed about 1S3,000 persons (over 
40,000 more than 19S2 ICF-MR residents). 

-* Between FY 1967 (the year national statistics first indicated state institution 
depopulation) and FY 1970 (the last year for which statistics would have 
been available at the time the ICF-MR benefit was being considered), the 
annual real dollar costs of public institution care ($3,9SS per year) were 
increasing at just under 14%. 

-* Projections from such statistics would have estimated per resident real dollar 

costs by 19S2 of about $15,000 per year versus the $11,000 actually observed 
and total program costs of $2.7 billion versus $1.4 billion actually observed. 



♦ In cost function analyses, several facility and client characteristics ytere found to be 
significantly related to cost (all statements should be read as "the effects of the other 
facility type, program, case-mix, or input price variables held constant.*) 

- On average, ICF-MRs cost $24.00 per day more than non-ICF-MRs. 

Government facilities are significantly more expensive than any other form of 
ownership. 

- For both private ICF-MRs and non-ICF-MRs, individual proprietorships were 

significantly and substantially less costly than both for-profit and 
not-for-profit corporate facilities. 

- Group residences (staffed residences providing care, supervision, and training) 

were the most expensive model of care (more than foster, personal, boarding, 
or nursing care, and semi-independent living). 

- The higher the proportion of profoundly and severely impaired residents, the 

higher the costs of both ICF-MR and non-ICF-MR facilities. However, the 
association between costs and residents* levels of impairment was remarkably 
weak among ICF-MR facilities and considerably stronger among non-certified 
facilities. 
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-The per diem cost of care varies more by the state the facility is located in than 
by the facility typc» program, case*mix, input price, or reimbursement 
methods used. 

- The use of inflation indices and the use of peer groupings (e.g.» client 

characteristics, level of staffing) were the only reimbursement variables that 
could be unambiguously associated with lower costs. 

• Although average reimbursements for services to residents of community-based group 
residences (facilities with 15 or fewer residents) tend to be substantially below those of 
state institutions, wherein are housed approximately two thirds of all ICF-MR residents 
($38.00 vs. $86.00 in I982h cautions must be exercised in inferring proportional cost 
implications from the shift from large institutions to small community residences. 

Because institutional facilities generally provide and include in their reported 
costs more of the total services received by their residents, their average 
ritifiibursec; costs -culd tend to be higher thaa ccmmunity-bascd faciiitics 
even if the costs of the services offered by both were identical. To respond 
to the desire for a basis of comparison between institution and community 
programs, five comprehensive accounting studies within 4 different states 
since 1979. These have included the costs of "comprehensive services 
packages' for residents of state institutions and community*based group 
residences (i.e., residential services, day programs support services, 
medical/dental and case management) regardless of whether included in the 
residential facility costs or those of other agencies. 

- Costs of community based programs were found on the average to be 75% to 92% 

of the costs of state institution costs, with the median difference being 86%. 
It might be further assumed that increased costs of state administration of 
more numerous and dispersed programs could make the computed differences 
even less. On the other hand, as these state institutions continue to 
depopulate and their fixed costs are spread across fewer residents, higher 
per resident costs cau be (nticipated. 

Regarding State Responses to the Medicaid Waiver 

* Reviews of the waiver applications and interviews with state agency personnel of 
states with Medicaid waivers approved by April 1984 showed habilitation and case 
management have been included in almost every state 'waivered services' program. 

- All 29 states surveyed requested some form of habilitation service (although this 

was sometimes requested under the general service category of adult day 
health). Over half the states (17) specifically requested authority to provide 
habilitation in both residential programs and in separate day training center 
programs. 

All but one state requested authorization to provide case management as a 
Medicaid reimbursable service. 
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- Twcnty-thrcc states (about 80%) received authority to provide respite care as a 
waivered service, although states varied considerably in limits on the 
frequency, duration, and costs of the service and on its eligible recipients 
(i.e*, natural and/or foster care providers). 



♦ The hypothesis that the waiter authority would lead to significant reduction in the 
growth of small ICF-MR facilities has not been fully supported by resident totals, 

-A majority of states with waiver ap'iroved by April 1984 indicated in 1986 that 
the waiver option has caused fewer small ICF-MR facilities to be developed 
than otherwise would have occurred. 

- Continued development of smalt ICF-MR facilities in states eligible to develop 
noncertified alternatives through the waiver option is attributed by state 
respondents to a number of factors, including general satisfaction with the 
suitability of the ICF«?4R level of care for the persons being placed in it, 
the need for increased planning time to shift away from a small ICF-MR 
based residential program strategy, and the cost and beneficiary limits placed 
on the waiver programs, which limit the amount of federal financing of a 
state's reside ntia( care program. 



♦ States rary considerably in their ability to use and benefit from the waiver authority 
because the program beneficiaries and total program costs have been limited by 
projections of beneficiaries and costs of ICF-MR services in the absence of the waiver. 

- States vary in their ability to use waiver services in residential care systems 

because of their varying proportions of residents in ICF-MR certified 
facilities. In 1982 proportions of state system clients in ICF-MR facilities 
ranged from (excluding 0% in Arizona and Wyoming) 17% in West Virginia 
and 18% in North DakoU to 98% in Minnesota, 96% in Louisiana, and 89% in 
Rhode Island and Texas. 

« States vary substantially in the total and proportional (to state funds) Medicaid 
funding available to them to provide waiver services. For example, in June 
1982 New York was receiving approximately $780,000 per day in federal 
financial participation (FFP) for ICF-MR programs while California was 
receiving about $495,000 (although California had 2,000 more people in its 
total residential system). In June 1982 Rhode Island and West Virginia both 
had slightly more than 1,000 residents in residential care; Medicaid FFP 
provided 48% of the total estimated daily costs of Rhode Island's system but 
only 12% of West Virginia's. 

- Differences in state ability to benefit 'vill be a factor in the effectiveness and 

the acceptability of any alternative to the ICF-MR program (including a 
block grant) that links funding under the new program to the extent of 
state participation in the existing ICF-MR program. 
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* Controlled lovgitudinal studies comparing the di/ferertial effects of state institutions 
and smaller, community-based facilities in producing measured changes in adaptive 
behavior (i,e» skills of use in socially normative patterns and contexts of daily living) 
are remarkably few. but they uniformly and strongly favor smaller, more community-based 
facilities. 

- A total of 6 studies were identified, with a total of 350 subjects and 6 month to 

4 year follow-up periods. 

- Findings of superior outcomes in community-based facilities are consistent with 

contemporary (nnd commonsensical) theory and practice in habilitation of 
persons, which suggest that daily living skills are much more likely to be 
acquired, maintained, and generalized to multiple settings if taught in the 
natural settings in which those skills are normally performed. 

Let me give my interpretation to these statistics. First, as a nation we are 
progressing steadily toward the only morally and educationally tenable goal for residential 
services: the physical and, to whatever extent may follow, the social and productive 
integration of persons with mental retardation and other developmental disabilities. 
Research and daily demonstration make clear that there is no credible reason today to 
argue that this goal should not be purposefully pursued as a societal goal. There seems 
little reason to believe that the trends we have seen in the past 18 years can be leading 
anywhere but to the eventual elimination of segregated institutions. 

Medicaid has been by no means totally absent from these positive changes taking 
place in residential care. It has led to physical and programmatic improvement in 
institutions, although we better unde- ^tand today how very limited these have been in 
enhancing the dignity, liberty, and potential of the people living in them. A more 
clearly positive effect of the ICF-MR program has been the substantial movement out of 
state institutions that ICF-MR regulations impelled as states attempted to meet the living 
quarters standards. Many people point out that the ICF-MR program operates primarily 
to support large institutions, but it's also true that recent statistics show that Medicaid 
funds are gradually being shifted toward community-based programs as states develop 
small ICF-MR and waiver supported community residences. 

In sum one can look at this program and find either good or bad, probably 
depending on a predisposition. Depending on this predisposition one can probably look at 
proposed modifications of the existing regulations as a positive or neutral act (it would 
be hard to see them as negative). As I 'iave looked at the program in recent years I 
have become more impressed with how hard it is anymore to identify any particular 
Federal policy evident it. At the origin of the program in 1971, this wasn't the case. It 
was intended to provide incentives to states for upgrading their public institutions. It 
was to help defray the costs of operating at least minimally adequate institutions. And 
it was intended to respond to the growing state practice of placing persons who were 
mentally retarded in private nursing homes or of certifying state institutions as Skilled 
Nursing Facilities in order to obtain Medicaid cost-sharing for residential care. In the 



I use the definition of 15 people or fewer as designating a "small home" advisedly, 
but as per convention. Homes with 15 residents arc not really very small and are 
certainly not very homelike. The term "community facility* is often even more distorted 
in being applied to any facility that is not a state operated institution. 




125 



effort to accomplish these goals, there were and remain many severe shortcomings, but at 
least what was initially being attempted was clear. But. almost from the issuance of the 
regulations in 1974. it has been increasingly unclear what this program is intending to 
do. 

tt^cx^ responding to the realities of 1971 (indeed, one might argue more like 

Vfbl) has been stretched and twisted over the years in an attempt j cover the 
dramatically changins realities in services to people with developmental disabilities. 
When smaller, integrated facilities became recognized as best practice, some states began 
to create little institutions and reimburse them through Medicaid. (Other states, of 
course, found Federal funds for community placements in residents' S S.I. or SSDI 
benefits, food stamps, and other entitlements.) Then 5 years ago. when Medicaid costs 
were deemed too high states with Medicaid accounts were given great freedom to try and 
lower them through providing alternative services with Medicaid funds. (That this did 
not lower ICF-MR costs is now quite evident.) As these changes have occurred over the 
years, states have developed dramatically different Medicaid use patterns. Fifteen years 
after its enactment there is no ICF-MR progiam there are 49. and there is no ICF-MR 
policy there ere 51. 

One cannot help feeling in looking at this program and in talking to state officials 
about It. that the availability of Medicaid funds and the various •strategies" to get them 
has become a major and distorting influence in decisions about the development of 
residential care systems. States simply vary too much in the number and proportion of 
their mentally retarded populations covered by Medicaid, in the characteristics of the 
mentally retarded populations covered, in the total funds received from Medicaid, and in 
the various services they have managed to cover under Medicaid, to think that this 
program responds to the needs of any particular group of people. 

When the term 'beneficiary' is applied to individuals it really rings a little silly. 
States are the beneficiaries, not individuals. Medicaid monies flowing into states are 
determined by the nature and characteristics of state policy, not the nature and 
characteristics of the individual in whose name these reimbursements ar"c provided. The 
issue this raises about the appropriateness of services is obvious, but there is also an 
issue of basic fairness. For example, citizens of a state that provides less intensive, 
more appropriate noncertified residential programs to its mildly and moderately retarded 
popu ation may subsidize through their federal taxes an ICF-MR level of care for similar 
populations in a neighboring state. Obviously, too. those states that have heavily 
participated in the ICF-MR program can much more greatly benefit from the Medicaid 
waiver. In summary, one cannot argue that the ICF-MR program has prevented states 
from pursuing the evolving state of the art in residential and related services. But one 
can and should recognize that it impels no movement in that direction. It may promote 
minimally adequate custodial care, although frankly Courts have been considerably more 
demanding than iCF-MR surveyors, but it has done nothing to provide that the best 
contemporary practices be engaged. This is its shortcoming and it is to this end that 
reform should be directed. 

Almost exactly 10 years ago. a GAO report entitled 'Returning the Mentally 
Disabled to the Community- concluded that. "Although the states are primarily responsible 
for the care and treatment of the mentally disabled, many of these problems are 
attributable to 1) Federal programs which provide financial incentives that inhibit the 
appropriate placement of the mentally disabled and 2) the lack of leadership and action 
by many Federal agencies whose programs do. could, or should affect community 
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placement." Admittedly conditions md standards of residential care have changed 
considerably in the past ten years. Nevertheless, the conclusions of this report ring true 



What should be done? First, we need a policy. We need a unified policy for 
services to people who are mentally retarded in the United States. Whether states 
choose to fund services through ICF-MR certification, through the Medicaid waiver, or 
through some combination of S^L/S^D.I. other benefits and state funds, the general 
welfare and habilitition of persons with developmental disabilities should be of equal 
interest to the Federal government. Such a policy should .cover not just persons in 
mental retardation facilities, but also those in nursing homes, board and care facilities, 
county foster care, mental health facilities, and in their own homes. Articulation of such 
a Federal interest oaght to be developed through legislation of the nature of Senator 
Weicker's Quality Sjrvices for Disabled Individuals Act. 

Second, a develoj)mental disability policy will be more effective if the critical 
program aspects of where one lives, what one does during the day. and how one's 
progress and programs are monitored are integrated. Obviously the degree of such 
integration is effected by the extent to which there is a unified funding system that 
bridges without financial prejudice the desireable progressions in independence, 
integration, and productivity that people with mental retardation can make, for esample. 
from intensively staffed residential settings to semi-independent or supported independent 
hving. or from day activity centers to vocational preparation, and meaningful work. 
Even then the full promise of such integration can be realized only when case managers 
are empowered through program options, adequate funding, small case loads, and the best 
possible training to develop personalized services for persons with developmental 
disabilities. 

Even within the current fiscal context a Federal mechanism can be developed to 
promote such transition. To do to, it must first establish a set of minimal standards to 
be met by states participating in the Federal progiam. The Chafee Amendment 
reprcsenCf an example of what such-standards should look like. The Amendment is 
moral, its to the point, it's habilitatively sound, it shows Federal leadership, and it 
would facilitate the natural and irrevocable movement toward social enfranchisement of 
people who are mentally retarded. Second, the Federal government must promote greater 
equity among stat« in Federal contributions to the services provided to persons with 
developmental disabilities, without dictating undesirable program decisions for immediate 
financial benefit. Senator Bradley's Home and Community-Based Services Improvement 
Act. as well as Senator Chafee's bill, could help substantially in this regard, but again 
one would hope within the context of clearly articulated national standards. 

Third, an effective Federal program should provide levels of support that have 
considerable relationship to the nature and extent of disability of the persons for vhom 
the program Is being provided. Within the current ICF-MR program this relationsh;p is 
almost nonexistent. Perhaps thij should not be too surprising since essentially the same 
standards apply to all ICF-MR facilities, but its explanation is not a justification. People 
with less disability should generally receive less intensive and less costly services (at 
least over the long term), people with severe/profound disability more. A Federal 
payment system could be developed on the order of the Diagnostic Related Group to 
reflect this. Establishment of such groupings for equitable Federal payments would be 
quite straightforward. The assessment technology to do this is readily available. Such 
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payments would not determiDC total payment for services to an individual, but the state 
would supplement Federal payment as needed to carry out the person*s program plan. 

A payment system which relates an individuaPs nature and degree of disability to 
the amount of Federal participatio;) in his/her care could bring improvement in the 
present system in a number of ways. It would give the Federal government some control 
over its expenditures other than caps, which would be extremely unfair to some states. 
It would provide % stable source for funding the most appropriate placemenv for an 
individual regardless of its certification status, removing disincentives/creating incentives 
for placements in less intensive/less costly settings. It would reward efficiencies at the 
state level dollar for dollar, not 20-50 cents per dollar as under the present cost share 
arrangement. It could provide a payment for persons in day programs who were not also 
living in ICF*MR facilities ted remove incentives for maintaining people in ICF-MR 
facilities in order to provide and/or bill day program costs through these facilities. It 
could remove some of the major differences among states in Federal sharing of the costs 
of services^ It could be readily integrated with the other major sources of funds used 
for residential and related services for persons with developmental disabilities (especially 
Supplemental Security Income, Social Security Disability Insurant:, and Medicare) to 
create a unified funding stream. 

If we can move in the future to a system that reflects a justifiable national purpose 
with respect to residential, day, and other support programs, that provides equal Federal 
interest in the adequacy of programs, irrespective of who is providing them, that more 
greatly empowers persons most familiar with an individual to make the decisions that 
determine the kinds of programs and opportunities to be provided, and that makes funds 
provided on behalf of an individual more reflective of his/her relative needs rather than 
state funding strategies, we can greatly improve the effectiveness and efficiency of our 
services system. I have no illusions that \uch changes will take place soon. On the 
other hand, the alternative of continuing with a program that is essentially 15 years old 
and aging rapidly, as more and more severely disabled people show us what they can do 
when given an integrated, meaningful role in their communities, is not very attractive 
either. Eventually change will be compelled. 

As a member of a respite care family for people with severely disabled children, I 
would urge you also to ensure that we are, as a nation, making an adequate effort to 
support natural families in providing, planning, and advocating for their own. And 
finally, I would urge the Subcommittee to use its tremendous influence to do as much as 
feasible can be done in the area of prevention (e.g., nutrition, pre* and peri-natal care 
and counseling, general health education, etc.). These are investments it is simply 
foolish f.nd irresponsible not to make. 
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STATEMENT OP DAVID BRADDOCK. PH.D.. ASSOCIATE PROFES- 
SOR OF COMMUNITY HEALTH SCIENCES, SCHOOL OF PUBLIC 
HEALTH, THE UNIVERSITY OF ILLINOIS AT CHICAGO, CHICA- 
GO, IL 

Dr. Braddock. This is actually indicative of the kind of interde- 
partmental cooperation you see on college campuses. 

Thank you, Mr. Chairman, for the opportunity to be with you 
today. And in listening to the testimony this morning, I would like 
to make a few comments with respect to some of the statistics that 
have been thrown around. And thrown around, I think, is the accu- 
rate way to describe it. 

I was particularly distraught at the degree to which the Health 
Care Financing Administration seems to be unaware of the statis- 
tics that undergird the ICF/MR Program that it administers. I can 
share with you today the fact that in our most recent survey at the 
University of Illinois we have been able to identify 100,412 Individ- 
uals in^ State institutions in the United States as of fiscal year 
1986— that is the fiscal year that just ended, in the States— on 
June 80. It continues the 20 consecutive , years of annual decline of 
residents in these institutions. 

I can, however, at the same time report to you that in the 3 
years since I last .testified before this committee on this subject, the 
proportion of total ICF/MR resources allocated to State institutions 
has not changed. Seventy-five percent of the total reimbursements 
associated with the ICF/MR Program in fiscal year 1984 were asso- 
ciated with State institutions, and our figure as of fiscal year 1986 
is the same figure. 

Moreover, we did a more detailed analysis this time and were 
able to identify the resources beiii^ allocated in settings larger 
than 15 beds outside institutions. So I would like to stress that 
some 87 percent of the ICF/MR reimbursements projected by the 
Federal Government in fiscal year 1986 are associated with place- 
ments in facilities of greater than 15 beds. In other words, you 
have got 75 percent of total ICF/MR funding in the institutions, 
you have another 12 percent of fimding outside those institutions 
in large— le-bed plus— ICF*s/MR ICF/MR's. 

What this^ obviously indicates is that the large congregant care 
facility is still the programmatic setting of choice with respect to 
the care of DD people in the United States. And although we find a 
number of States that have made quite bold strides, including 
States represented by the Senators that are seated here today, the 
m^ority of the American States are struggling with respect to the 
developme/at of coiamunity services in the United States, and they 
will require the kind of national leadership that this country has 
been lacking' in the last several years witn respect to promoting 
community mt^ation. 

I greatly adnure Senator Chafee in his work with respect to the 
community and family living amendments. I think this is an essen- 
tial step to take in terms of elucidating issues associated with com- 
mimity integration. However, I would like to point out that it has 
been 15 years since the Federal Government made its initial com- 
mitment to reform institutions. It seems that we are as far away 
from that reformation today as we were some 15 years ago. And I 
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think, like my colleague, Charlie Lakin, that it is time for a sub- 
stantial redirection of the program. 

I would offer to you a very simple idea that could change the di- 
rection of the program by simply adjusting the match. Give the 
States another 5-percent reimbursement if they are willing to pro- 
vide services in settings of 15 beds or less, or under the waiver pro- 
gram, or if they are willing to move someone from a iiursing home, 
to a 15 bed or less facility, for example. Give them 5 percent less 
reimbursement if they provide care in an institutional setting. 

That simple step would send a clear and convincing signal to the 
States that, indeed, the Federal Government's money is in the 
same position that the ideology is. 

We have good legislation now in the Developmental Disabilities 
Act area. It is time, I think, that the Health Care Financing Ad- 
ministration and the legislation that undergirds it and the ICF/MR 
Program catches up with it. 

Thank you. 

Senator Dure^tberger. Thank you. Dr. Braddock. 

[The prepared written statement of Dr. Braddock follows:] 
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STATEMENT OF DAVID RRADDOCK. PH.D. ON 
MEDICAID AND DFl /ELOPHENTAL DTSABILTTIES 

Thank you Mr. Chairoan for the opportunity to be with you today during 
these important hearings on the subject of Title XIX services to 
individuals with cental retardation and related developmental disabilities 
(MR/DD). My testimony today is dividad into two parts, the first of which 
is an overview of recent trends in the financing of MR/DD services in the 
United States. The information presented has been collected from the 
stpt:es under the auspicea of a database -building grant to the University of 
Illinois from the Adainistration on Dovelopaental Disabilities in the 
United States Department of Health and Human Services. The continuing 
analysis of the natiotvifide data ia supported by a research grant from the 
National Institute of Handicapped Research in the U.S. Department of 
Education. I would like to acknowledge the leadership of DHHS Acting 
Assistant Secretary' for Human Development Services Jean K. Elder, and of 
Assistant Secretary for Special Education and Rehabilitative Services 
Madeleine Will in recognizing and supporting the need for continuing public 
policy research in the developmental disabilities field. 

The second part of my testimony will deal specifically with Medicaid 
issues, but I feel that a more general overview of the financial structure 
of the MR/DD field is required before specialized information is presented 
on how the Medicaid Program fits into this context. I stress that the 
opinions I off^r today are strictly ny own. 



PART T 



Overview of the 1986 llnivprst tv of TUtnots 
Study of Public Spending for HR/DD Services In t he United StAtcs 

One important choice faced by state governments to lay relates to the 
extent to and manner in which they fund state -operated institutions versus 
alternative comaunicy-based services. The rapid growth of community 
residence- nationally since 1977 (Hauber, Bruininks, Hill, Lakin, 
Scheorenberger, & White, 1984; Janicki, Mayeda, & Epple, 1983) and the 
decline in institutional populations (Braddock, Hemp, & Howes, 1986) 
suggest drajBatic changes in how states budget for MR/DD services. However, 
there is little published research available which tracks state MR/DD 
spending continuously over a period of many years, although several 
investigators have underscored the need for the collection and analysis of 
such data (e.g., Braddock, 1974; 1981; Caiden, 1978; Wieck & Bruininks, 
1980) . 



METHOD 

In 1981, a study was launched at the University of Illinois at Chicago 
which undertook the analysis of every state government's published 
executive budget from FY 1977 to FY 1984 in terms of MR/DD expenditures. 
Several publications resulted from that effort (Braddock, 1986a, 1986b, 
1986c; Braddock & Fujiura, in press; Braddock & Hemp, ^986, Braddock, Heap, 
& Howes, 1984; 1986; in press). The present research extends and expands 
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^.vSI«^^^^ J'T^ k"!;";!^. ^ ^* ^"•^ °" the continuing 

analysis of st*te budget docuisenta aaanatlng froa the 50 states and the 
District of Coluabla during FY 1985 and FY 1986. 

Several operational definitions were alao adopted to guide data 
collection and .analysis. InaUfiltifilial services expenditures were defined 
as all operating funds appropriated froa federal and state sources for 
state-operated Institutions, developmental centers, training centers, state 
schools, and state psychlstrlc hospital units for Individuals with cental 
retardation and developaental disabilities. Costs of employees' fringe 
in^M^t^^ ^"^^^^ operating costs. Funds supporting group hoaes on 

Institutional grounds were considered Institutional expenditures. 

fifimmnitX services expenditures coaprlsed federal and state spending, 
exclusive of educational costs, for the purchase of discrete services froa 
cooaunlty-based agencies that provided habllltatlon, day training, 
residential care, respite, case aanageaent, and vocational or related 
programs, and SSI State Suppleaent payaents. Other coaaunlty-based aental 
retardetlon services expenditures supported regional offices In which state 
governaent staff were assigned to oversee or develop coaaunlty- based 
services. State-operated group hoaes not In proximity to Institutions aixl 
federal/state support for private residential services In settings of all 
sizes, whether or not they were certified as ICFs/MR, were also considered 
community service expenditures. Support for mentally retarded persons 
residing In generic nursing hoaes, however, was not Included In the 
analysis of expenditures, and, unless specifically noted, federal Income 
maintenance payments were excluded. 

The following fiscal classification, categories were utilized In the 
analysis of Institutional and community expenditures: 

INSTITUTIONAL SERVICES FUNDS 



STATE FUNDS 

General Funds 
Other State Funds 

FEDERAL FUNDS 
Federal ICF/KR 
Title XX/SSBG Funds 
Other Federal Funds 

COMMUNITY SERVICES FUNDS 



STATE FUNDS 

General Funds 
SSI State Suppleaent 
Other State Funds 
FEDERAL FUNDS 
ICF/MR Funds 

Small Public 

Saair Private 

Large Private 
Other Title XIX Funds 

Title XIX Day Programs 

Valvar 
Title XX/SSBG Funds 
Other Federal Funds 
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For certain analyses, and as specified belov, spending for large 16 + bed 
privately operated ICFs/MR were included within the institutional services 
classification category. This produced a new analytical category "Large 
Congregate Care Facilities." 



Data were analyzed to identify the presence or absence of trends over 
FYs 1977-86 with respect to spending for institutional and conaunity 
services in the states, by facility size and sponsorship, by level of 
govemnent and by revenue source. Trends were also analyzed with respect 
to the institutional census, and institutional per diea expenditures were 
computed for each of the 50 states and the District of Coluobia. Per diea 
expenditures in the states for coasainity care were also coaputed. This was 
accoaplished after incorporating federal incoae maintenance payaents into 
the nationwide coantinity spending figures. Two HR/DD prevalence 
assumptions were utilized: 1.6%, and .287% of the general population. The 
foroer rate is a generally accepted esttaato of the nuober of individuals 
with severe developmental disabilities in the general population (Bruininks 
& Lakin, 1985) , and the latter percentage represents the number of SSI 
recipients in the U.S. identified In -^a analysis of a 10% nationwide 
recipient sample <SSA, 1986). U.S. g;. :eral population figures were 
obtained froa the Bureau of Econoaic Analysis <1986a). 

Fiscal effort in the states for FY 1986 was coaputed by dividing the 
level of state spending for institutional and coamunity services in a given 
year by total statewide personal income (Bureau of Econoaic Analysis, 
1983a, 1984, 1986a). All fiscal data were adjusted for inflation using the 
gross national product implicit price deflator (Bureau of Econoaic 
Analysis, 1981, 1983a, 1983b, 1984, 1985, 'l986b). Detailed technical notes 
were prepared for each state describing agency organization, budget 
document content, and the source of all HR/DD spending figures. 
State-by-state data were published in a coaprehensi\e publication 
(Braddock, Hoap, & Fujiura, 1986). A summary of the results of the 
analysis of nationwide data is presented in this statement. 



The institutional census continues its steady decline. Between FYs 
1977-86, the census declined froa U9,176 to 100,421 (Figure 1), This was 
an average annual decline of 4.30% per year and continued the trend which 
began in 1967, when the institutional population reached a peak of 194,650 
(Lakin, 1979). 



Analysis 



RESULTS 



Institutional Spending 
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Figure 1 

Average Dally Residents in Institutions 
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Costs of care institutional settings climbed fron a national average 
of $44.54 in FY 1977 to $126.79 in FY 1986 (Figure 2). In real econoaic 
terms, per diens increased 51.7% <or an annual average of 4.77%) across the 
decade and grew 6.73% (annually, 3.31%") during FYs 1984-86. Per diens 
varied widely aaong the states, ranging froa a high of $307.59 in Alaska to 
$70.13 in Texas. States with per diens in excess of $175/day included 
Alask:^, Arizona, Connecticut, the District of Colunbia, Massachusetts, 
Michigan and New Hanpshire; states with per diens below $100/day included 
Delaware, Indiana, Louisiana, Missouri, Oregon, South Carolina, South 
Dakota, Tennessee, Texas, Utah, West Virginia and Wyoning. The remaining 
states had per dieas between $100* $175. 
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Figure 2 

Institutional Per Dioa Costs: FYs 1977-86 
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pv lalf' ^P®"^^"S for institutional operations reached $4,647 billion in 
H^wi! w 1^5-, S?^^ oconoaic terns, total spending essentially platcaued 
during FYs 1977-86. and actually declined 4.80% during FYs 1982-86 (average 
}'J,l of^^'' ^^'"''1' ^"^^ ^^'^ ^^^^"^ Plateauing trend established across FYs 
c Braddock, Heop, & Howes <1986) has continued through FY 

1986. State-source funding for institutions also continued its steady 
decline on a nationwide basis through FY 1986, while federal funding 
primarily ICF/MR revenues, leveled off during FYs 1984-86. In FY 1977 
federal ICF/MR relnburseaents constituted 24% of total institutional 
spending and by FY 1986 the percentage had grown to 46%. Figure 3 
illustrates institutional revenue sources in FY 1986. 

Figure 3 
Institutional Revenue Detail 
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Consnunttv Soendlny, 



Total spending £or comaunlty pro grans nationally continued to cllnb 
rapidly, advancing froa $.910 billion in FY 1977 to $4,422 billion in FY 
1986. These figures, vhich exclude federal income naintenance payments, 
but include state suppleoentation o£ SSI, represented an average annual 
growth rate o£ 19.3%. About two-thirds o£ the expenditures in FY 1986 
derived £roa state general £unds, .another 5.9% £rom state supplementation 
o£ SSI, and the remaining 2?% £roa federal ICF/HR reimbursements and the 
Social Services Block Grant (Figure 4). Real spending £or HR/DD services 
under the SSBG decreased during FYs 1980-86 by 43.5% (average yearly, 
8.5%). In contrast, federal ICF/HR reimbursements £or cotsmunity services 
climbed £roB $^1,273 Billion in FY 1977 to $728,567 million in FY 1986. 



Most ICF/MR reimbursements (87%) were underwriting services In large 
congregate care facilities with more than 15 beds. In fact, 75% of total 
ICF/MR funding In FY 1986 was deployed to state-operated Institutions. In 
FY 1977, the percentage of ICF/HR funds devoted to the support of 164- bed 
facilities was 98.5%. Federal support provided under the Title XXX Home 
and Community-based Services Valver grew £roB $1,244 Billion In FY 1982 to 
$144,623 Billion in FY 1986, but FY 1986 Valver funds represented a 
proportionately small sum when compared to an ICF/HR comaltBent level of 
nearly $3 billion. Revenue sources for community services In FY 1986 Is 
presented In Figure 4. 



Institutional Bias of ICF/HR Funding 



Figure 4 
Community Revenue Detail 
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Conwunltv Per Diem Expenditure 

Figure 4 above included state suppleaentation of SSI as comzBimity 
services revenue, but it excluded the substantial incoae naintcnance 
programs funded by the Federal Govemaent. Collectively, federal SSI 
payments and Adult Disabled Child Program (ADC) benefits under Social 
Security (often temed SSDI or "Childhood Disability") contributed $3.02 
billion to the naintonance of MR/DD individuals residing outside public 
institutions in FY 1986 (SSA, 1986). By factoring these federal income 
maintenance figures into the community revenue totals presented above, a 
nationwide HR/DD per diem community expenditure for FY 1986 that was 
roughly comparable to an institutional per diem was derived. 

Community per diem spending was computed using two assumptions about 
the prevalence of MR/DD in the general population (1.6% and .287%). 
Results are presented in Table 1. The .287% prevalence rate refers to the 
acnual number of MR/DD persons receiving SSI payments in 1985 (686,000). 
Community per dica spending ranged between $5.33 and $29.70. This was 
between 4.2% and 23.4% of the actual FY 1986 nationwide institutional per 
diem of $126.79. *^ 

Table 1 

Prevalence 1985 U.S. Total Community Community 
Assumption Population Spending Per rnnit-n 

1.6% 239 million $7,437 billion $ 5.33 

.287% 239 million $7,437 billion $29.70 



CpiTiparatlve Analysts of Tnstltutlonftl 
and Cotwnunltv Spending 

Braddock, Heap, and Howes (1986) previously documented a plateau in 
adjusted institutional spending nationwide across the FYs 1977-84 period. 
This trend was unusual historically- -a similar trend has not been noted 
since Vorld War II. On the basis of the FYs 1985-86 data collected in the 
present study, a gradual decline was discerned in adjusted total 
institutional spending across FYs 1982-86. In contrast, nationwide 
spending for community services increased by 42% during FYs 1982-86, and it 
has increased continuously at a real average annual rate of 11.2% over the 
past 10 yoars. 

fti^lig reSPVrceg. hWygr. rftmaln hft Avllv mncentrated in lar^e 

congregate care ^Arnittes with more thn n 15 beds . As illustrated inFigure 
5 below, state institutions and large publicly funded privately operated 
ICF/MR facilities with 16+ beds received the great majority of available 
resources for MR/DD services over the past decade. Since FY 1983. a 
gradual decline lii_j>ublic sunnort for large congr egate care faetlltles has 
been ftv<riftnt. however. 
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Figure 5 

KR/DD Spending £or Large Congregate Care, 
and for "Net" Cosszaunlty Services 
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As a percentage of aggregate U.S. personal income, total nationwide 
MR/DD spending was essentially flat during FYs 1983-86, and grew only 
marginally (12% or an average 1.9% annually) during FYs 1977-83. The 
overall trend con- cealed an 11% decline during FYs 1983-86 in total 
nationwide MR/DD spending for services in large congregate care settings 
(i.e., in institutions and 16+ bed private facilities). In contrast, a 
dramatic and continuous clliab in nationwide coismunity 8orv5.ce8 fiscal 
effort, exclusive of 16+ bed ICF/KR facility reimbursements, was noted from 
FY 1980 through FY 1986. Growth in this "not" coomunity services fiscal 
effort averaged 10.7% during this seven year period (Figure 6). However, 5 
states exhibited a declining level of net cooounity services effort during 
the FY 1984-86 period: Arkansas, Georgia, Nebraska, Ohio, and Tennessee. 
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figure 6 

HR/DD Spending as a Percentage of 
Personal income by Facility Size 
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Continuing consideration of large private ICF/MR facility funding 
consolidated with institutional expenditures for FY 1986 <i.e. largo, 
congregate care spending), only 13 states expended equivalent or greater 
sums for the remaining "net" community services they funded. The 13 states 
which havod reached or exceeded "parity" between large congregate care 
facility spending and spending for net community services included Alaska, 
Arizona, California, Colorado, the District of Columbia, Florida, Indiana, 
Michigan, Montana, Nebraska, New Hampshire, Rhode Island and Vermont. 

Th<»so 13 states were also highly rated in terns of the fiscal effort 
they exhibited in financing community services. As indicated by Table 2, 
regional leaders were identified. Moving from west to cast they included 
California, Colorado, Nebraska, Michigan, Florida, New York, and Vermont. 
As a region. Now England had the most progressive profile in financing 
community services. Throe Now England states were among the top 10 in 
fiscal effort: Vermont. Maine, and New Hiimpshire. Michigan also continued 
its rapid transformation from an institution-dominated service system. tc 
one dominated by small-scale community -based services. 

Fiscal effoi-t rankings in FY 1986 for each of the 50 states and the 
District of Columbia are presented below in Table 2 for largo congregate 
care services, net community services, and both settings combined. The 
states' FY 1984 ranking is presented parenthetically. Those rankings are 
based on MR/DD spending levels in the states divided by aggregate statewide 
personal income. 
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TABLE 2 



KLIOO Sp«adlnt In IT 19t6 t 19t4 u a Shata of P«c«(miaI 
Xacom, IU&k«4 9t St«c« 



1986 (1984) 



VLMxik Cooounltr 

- Ursa PrlYAta ICTIW 



Rank Ztuclcuclonal 

♦ Utta Prlvaca ZCTfKRf 

P«r«onaI Zncoaa 



Rank Total 
Pataooal Z&coim 



RBOOS ZSLAItO 
VORTfl DAKOTA 
OZST OP COLON 
VStHMfT 
KICaiCAK 
XIU SAKPSaiM 
HZXHZSOTA 
KTW YOKX 

pnotsnvAHZA 
Kxm 

HCWTAXA 

OOJWECTICUT 

KASSAC87SETTS 

SOOTH OAZOTA 

ALA5XA 

XmASZA 

VXVHIVO 

CAUPOKaU 

uzsoonszH 

KtU JZRSST 
KARYXJUID 

czonsxA 
oazo 

UMBO 

LOUZMAXA 
ZKOXAXA 

rtomoA 

VASaZNCtOH 

Mitsovnx 

DZLAUJUUB 
ZtXZHOZS 
ARIZOKA 

soora CAJtouiu 

XZU KZXICO 

UTAS 

ZC<IA 

KISSZSSZPPZ 
IfOftTB CAXOLUU 
tXBVKXt 

muisAS 

l3XAMtA5 
BAUAIZ 

USST TUbSISU 
TZXXXSSZZ 
ItEVADA 
ALABAMA 

vnbszm 

TEXAS 
OKLASOKA 



1 


(1) 


23 


(13) 




\3| 


2 


(18) 


I 


(1) 




(*) 


) 


(6) 


19 


(12) 




(8) 


4 


(2) 


21 


(19) 




(3) 


3 


(7) 


47 


('9) 




(20) 


6 


(4) 


37 


(34) 




(11) 


7 


(3) 




(2) 




(2) 


8 


(3) 


4 


(4) 


4 


f 1) 
\*# 


9 


(9) 


14 


(9) 


10 


(7) 


10 


(11) 


10 


(6) 


7 


(6) 


11 


(8) 


32 


(33) 


13 


(14) 


12 


(23) 


. 2 


(3) 


3 


(10) 


13 


(12) 


6 


(3) 




(9) 


14 


(13) 


»3 


(14) 


14 


(13) 


13 


(22) 


49 


(30) 


36 


(39) 


16 


(10) 


38 


(29) 


23 


(17) 


17 


(19) 


11 


(11) 


13 


(12) 


18 


(13) 


40 


(41) 


32 


(32) 


19 


(14) 


16 


(18) 


20 


(13) 


20 


(24) 


13 


(16) 


17 


(18) 


21 


(23) 


39 


(38) 


30 


(33) 


12 


(17) 


29 


(36) 


23 


(26) 


2) 


(16) 


2i 


(23) 


22 


(22) 


24 


(20) 


)3 


(31) 


28 


(24) 


25 


(21) 


44 


(43) 


40 


(36) 


26 


(33) 


3 


(7) 


12 


(16) 


27 


(31) 


40 


(48) 


42 


(43) 


211 


(SO) 


48 


(47) 


43 


(44) 


29 


(29) 


21 


(27) 


34 


(29) 


SO 


(26) 


41 


(46) 


43 


(43) 


31 


(30) 


26 


(23) 


27 


(37) 


ii 


(27) 


S3 


(30) 


33 


o:) 


a 


(32) 


30 


(49) 


48 


(4?) 


34 


HI) 


28 


(20) 


31 


(28) 


S3 


(36) 


7 


(10) 


18 


(21) 


36 


(33) 


34 


(2«) 


38 


(33) 


37 


(43) 


18 


(21) 


29 


(30) 


>9 


(28) 




(25) 


33 


(J3) 


>9 


CJM 


3 


(8) 


19 


(!•) 


40 


(38) 


» 


(13) 


21 


(23) 


41 


(**) 


43 


(44) 


4? 


(48) 


42 


(40) 


20 




:i4 


(34) 


4$ 


(39) 


li 


'7) 


2t 


(27) 


44 


(42) 


43 


(42) 


30 


(40 


43 


(48) 


42 


(43) 


4» 


(49) 


46 


(41) 


30 


(37) 


4t 


(42) 


47 


(49) 


31 


(31) 


31 


Ol) 


48 


(47) 


23 


(28) 


39 


(ie) 


49 


(43) 


31 


(33) 


44 


(<1) 


30 


(46) 


36 


(S2) 


46 


(40) 


31 


(31) 


17 


(40) 


37 


(30) 
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DISCUSSION AND COKCUUSIOH 

The Single Boat liroprtatit budgoturv tr«>nd wvidcnt duriny FYg 1977-86 

Hflfi £hfi dranatlc yrovth of gpendlny in tho a tates for rorggunttv aorvlccs . 

In contrast, ovon though institutional por dioms continued to rise, the 
institutional sector was contracting proportionately with respect to total 
KR/DD spending, and absolutaly when axpressad in raal econoaic terms. 
Excluding federal incoae uaintenance payaents, the nation expended 2 1/2 
tines as such for ins tituti vital cara in FY 1977 as it did for cooaunity 
cervices in facilities of all sizes; but in FY 1986, the nation was 
spending epproxioately equal suos in both sectors, $4,647 billion vs. 
$4,422, respectively. 



Services for individuals with nental retardation and dovelopaontal 
disabilities were predoainately provided in large congregate care settings. 
Intfggd. — a ficcond striking finding of the study vas that fullv 87% of iiTl 
fcdglfll — reinburseaontg hudyoted undar tha TrF /KR ProyraTi Iti FY 1986 vag 
associated with large 16-f bed rengregHte care aettlngg . Seventy-five 
percent of FY 1986 ICF/KR ralaburseaents supported care In state -operated 
institutions; and only 9 stataa ware budgeting 25% or nore of thalr total 
available federal ICF/KR rasources In FY 1986 for saall IS -bed or less 
facilities. The states we r a Alaska (37%), Connecticut (31%), the District 
of Coluabia (48%), Florida (27%), Indiana (44%), Michigan (44%), Minnesota 
(29%), Horth Dakota (25%), and Rhoda Island (45%) . No state budgeted aa 
nuch as 50% of its total ICF/KR rasources for 15 -bed or less facilities. 
The large congregate care faellttv Ig the doatnanc ICF/HR service nodel. 
being uaed In the statag. 

In 1982, Lakin & Hill (1984) identified 9,714 resident? of soall 15-bed 
or less ICF/KR funded grcup hooes In the U.S. This was about 7% of all 
ICF/KR residents served that year. According to our financial data, 7.1% 
of total ICF/KR expenditures In 1982 were associated with those 9,714 
placeaenta. The data gathered In the present study Indicated that 13.0% of 
the money budgeted In the ICF/KR prograa In FY 1986, or $372 nllllon, was 
being used to support caro In 15 bed-or-less facilities. laputlng froa 
these financial and client data (7.1:9,714- 13.0:x), wa concluded that 
approxl&ately 17,786 persons resided In saall ICFs/KR on June 30, 1986. 
This is surely Indlcatlvo of the continuing expansion of saaller scale 
living envlronaents for HS/DD people under ICF/KR auspices. 

The ICF/KR Prograa was authorized by Public Law 92*223 In 1971. During 
the first full fiscal year of operation (1972), $36.'^ nllllon was budgeted 
for relaburseaents In state-operated Institutions. In FY 1986, $2.9 
billion was projected by the states for total federal relaburseaent ($2,148 
billion of which was for relaburseaent of atate Institutions) and the 
states theaselves provided another $2.3 billion In Batciilng funds. Thus, 
this single federal prograa was directly responsible for $5.2 billion In 
state-federal HR/DD expenditures, and this sua represented one-third of 
total annual pi^llc (federal, state, local) spending for KR/DD activities 
in the United States (Braddock & Heap, 1986). 



The TCF/HR Proyran 
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^ I tb^n nrrlVitV. vMrh prior rn ^ t V VJ^^v. 
solely trin^P^glbnm 9f rhn nnm . In Vricr^rchlcal nu^ 
fSnn^ ^J^"" P"") recently found . 

of ffdeiSL^F/S^*'^°'^^J^ ^l^^ coefficient - -.653) between the extent 
^ fxmding for in.titutions. In othar 

I mitMtlm . tliff 1m brInK npm ^Y rht^ ffrnm . Given the potentially 

nuch larger constituencien for MR/DD .ervice. existing out.ide 

Lcu;r!? ?h '^'^T^T ^^'^^^ *nd the continuing and inexorable 

aecline of the institutional ceniu.. the conteisporary budgeting of ICF/MR 
reiDburseoents predoalnantly inside institutions vould seom to be an 
anachronisB, " 

PART TT! HFDYCATn TSSIIP^^ 

IN nRVF.Ti)PH !.NTAL nTSA1^T y,|TTj:<f 

I would now like to focus specifically on the Medicaid Program. The 
Prn!?^™"^ overview hs. ch.racterixed the central importance of the Medicaid 
!3 H ? ^'^L/f**^"' particularly the ICF/MR Program, but it has not 
examined in sufficient detail the role of the Medicaid Program in the total 
mix of Federal ssaistance for MR/DD persons. 

Figure 7 belov illustrates Federsl Govemaont funding for MR/DD 
programs in FY 1985. ICF/MR reimbursements constituted fully one- third of 
total federal spending cooaitments -making this program easily the single 
largest so? rce of federal MR/DD assistance. Federsl ICF/MR funding 
se^i^os J^o^Shly three-fourths of all federal MR/DD funding for 

Figure 7 

Federal MR/DD Spending by Program 
in FY 1985 (dollars in billions) 
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When I appeared before thl» Conalttee on Ftbruary 27, 1?R3, to offer 
tettlnony on the Coaaunlty and Faally Living Aaendaent«, I polnto.A out that 
75% of all Faderal ICF/lQl relnburaaaenta that year vaa aaaodat^d with the 
aupport of placoaenta In atate-operated Inatltutlona, I an aaddened to 
report to you today that aoae three year a later In FY 1986, 75% of total 
Federal ICF/MR reliaburaes>enta la a till being deployed to atate 
Inatltutlons. Ihcro haa boon no ch«nr«^ on a n,.^^on<^l hnnin in re>rn« of 

Ingtltutlontil btfiB" of thft TCF/HR ororritTi . An additional 12% of total 
ICF/MR aupport In FY 1986 vas also aaaoclated with placeaonta In 
privately. opi*rated large congregate care fadlltlea with 16+ beds. Thua, 
87% of ICF/MR funding la concerned with placeaents In large 16+ bed 
congregate care facllltlea. Only 13^ of Federal ICF/MR apendlng-- or $373 
Billion In FY 1986- -waa associated vit}\ placenenta In aaallor facllltlea of 
15-beda or less. Bvsn though the nuaber of placemen ta In these a&aller- 
scale facilities la growing ateadlly, only about 17,786 of the 
approxlaately U1,000 recipients served In the ICF/MR Progran resided In 
these 15-bed or less facilities In FY 1986. 

I aust stress thst the Federal ICF/MR Prograa accounta for 3/4 of all 
Federal funding for KR/DD ftrvlces, and barring any purpoalve redirection 
of Institutional ICf/MR relaburseaents to soaller scale cossunlty 
alternatives, It will be a very long tlae before a aajorlty of the nation* a 
ICF/MR residents have tha opportunity to live In faally-acale cocsaunlty 
based living facllltlea. 1 would th^rgforw urg« »h« Co»?ttf!fe« to ronntdi^r 
fl^OPtlTlK fl higher wntch for Hrntog promoting th« ^.a^ n bHshrtent of IS-hnd nr 

■Ififii rrgltfmlftl flltftmatlvfti and Wa iver Bnongored »erv<r««. nnd m 

CgmffPgrKllnKlY lovftr nfltch for statffii ft^ec^^ng t : o Msn f»<1<>ral fitndu ru 
undervrttB inii cl tiirtftnn^ ^flrtt 

Institutional care until 1971 was a state responsibility. Does the 
Federal Covemaent, vhlch la now underwriting one-half of the total coata 
of MR/DD Institutional care In the atatea. Intend to pqniQnenClv accept 
such responsibility for the nations 24(H state Institutions? Or should not 
a state thaC wishes to finance placeaents In Institutional anvlronaents be 
required to pay for these services fullv out of the state 'a tax base? Why 
should the citizens of Kalna, Minnesota, Michigan and Montana, atatea which 
a tress appropriate faally-scalo cosminlty living envlronaants, be expected 
to underwrite Institutional care In Texas snd Alabaaa? Thay should not ba 
axpected to do so. Over a rtitnonaiMm nurlod of fhn F^di^riil 

Covomraqnt ghould gradunllv nhaae^down tt'g support of statfi Inntituttong^ 

flUd robU^EOt thoae Tunourc^n toward fimtlv-Bciilc. faallv-cgpovBrlnf 

coffgunttv care ob1«ftMvfti|. 



Th© Section 2176 Medicaid Waiver Prograa, originally authorized by the 
Oanlbus EadgeC Reconciliation Act of 1981, la asking an extreaely laportant 
contribution to the devalopaent of coasunlty services In the Unltad Statea. 
As shown below In Flgura 8, 31 atatea In FY 1986 anticipated fadaral 
relaburaeaenta of aoaa $144 allllon, and savoral thousand clients have 
benefitted froa this spsdal prograa of fared by the atatea. This Cotiailttei^ 

ihfiUlil ha CQtsaendad for t he recant action tt took In <i»tQndlnf an^ 

flXPflndtng thft ystver Proma threuyh t h e Coniolldated Omnibus Raconel ^la- 
tlon Aet of rCQBRA>. But we mtrnt not lose mi^ht of tha fact thm% 



Hona and Coagunltv- Baiad Valvar 
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ggI?Pflrc<y to thft VQhirao of TirU VTV; yrp^f ^ f ^ p ds d<>vot:^rf ro conpri^puM. ^ ^^^ 

i nnltutlon?? And Inrpft rr i vfltfl fncnitleg. WMver funding ^ m iscnio^ 

X X Ig mocdlTlPlY COrpplex for utatcii i»nd roTtnninlr v iiP»nr<«.5» m o>^^ ^ln 
^ fl^ VCr — umxla. "Ihl» Coisilttee alght contld^r an aoondiaont to Title XIX 
yhoroby ICF/MR fund* tupporttng HR/DD .orvlcot In state Inetltutlone and 
large priv.to f.cilitie. night be rebudgeted under Section 2176 to enhance 
hotte and cooaunity bated waiver > jrvicea. The atates could eeaily and 
reaponaibly apond isuch greater atusa of noney than are now being budgeted 
under the Waiver Prograa. Sltipllficd frxxiAf>\iT^rn \^^^ A to .rfnnr^H f»r 
PY thO HCFA ro I^XPcdite the r^b^^dy^t;ing of TCF/H R fundlnr <n tho fitntf^K 
towiird Wntvor Proy rata oh^<»ct:tvg« . 



Figure 8 

Waiver Reicburseaenta in 31 Statea During FY 1986 




Medicaid CopCTUnitv Health Care Servlccii 
for HR/DD P^r^ona /Hc^d lcal A^^^^i^^ fl^ff>^^ 

Public Uw 89-97 authorized the Medicaid aedical aaaiaUnce prograa in 
1965, This legislation broke radically with the early tradition of the 
Social Security Act, which had forbade Federal aupport for auch asaiatance. 
Under thia prograa, atatea aust provide services to ■categorically needy* 
public assistance recipients, snd aay provide services to "aedically needy" 
persons* Services provided include in-patient and out-patient hospital 
services, other laboratory and si-ray services, skilled nursing hoae 
services, hoae health services, faaily plsnning services, and physician 
services. The Federal Covomaent reiaburses states for between 50% and 77% 
of the total approved cost of providing services to eligible individusls. 

Most individuals with developaental dissbilities reside in coaaunity 
settings (including the faaily hoae) , and nany of these persons are 
eligible for and receive aedical assistance under the Medicsid Prograa. 
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Eligibility criteria vary froa «tata-to-8t«ta, but in general, an 
individuals is automatically categorically eligibla .tf he or she beets 
stipulated poverty guidelines, or is currently receiving public assistance 
such as SSr. Many states also define a "aedically needy" category, which 
broadens eligibility to Include certain "non-poor" (those not receiving 
public assistance) who hava significant aedical bills. On the other hand, 
15 states have laore rastrictiva aligibility criteria for Medicaid than they 
do for SSI. 

Precise nationwide data ara unavailable on the extent to which KR/DO 
persons participate in the Medicaid Medical Assistance Prograa. However, 
that participation is axUnsive, given available SSI data docuaenting the 
MR/DD participation rates for "blind and disabled" SSI recipients. If we 
as suae that roughly 25% of all blind and disabled SSI recipients are 
persons with MR/DD (the Social Security Administration recently indicated a 
ttora precise figura of 27.421), an estlxtatod $.929 billion in Medicaid 
relnbursements for *MR/DD individiuils was budgeted in FY 1985 (Braddock, 
1986d). This is an extreoely ioportant prograa for HR/DD persons and their 
faailies. I encourage the Comaittee to support policies that will enable 
MR/DD individuals in supported and coiapetitive eaployaent to continue 
receiving isedical assistance for an axtended period of tine, and in sooe 
cases, permanently. 



One of the major problems with the Tit la XIX Program is that it 
provides support for an estimated 50,000 HR/DD residents who art* 
inappropriately placed in nursing hones (General ICFs) . (The actual number 
will bo confirmed by national survey later this year. DHHS data in 1977 
indicated that thera were 79,800 MR/DD residents of nursing homes.) A 
number cf states responded to the calls for deinstitutionalization in the 
1960s and 1970s by relocating large number of institutionalized clients to 
nursing homes. Most clients lacked medical conditions requiring such care, 
however. 

The DD Council in Wisconsin has identified 4,100 inappropriately placed 
MR/DD persons in Wisconsin's nursing hones. The number in Illinois is 
approximately equivalent to this figure and Indiana has identified over 
2,000 such clients. In Wisconsin, $225 million was expended in FY 1986 for 
MR/DD residential and supportive services, including nursing care costs. 
About $165 million of these funds was associated with large congregate care 
placenents in state institutions, large 16+ bed ICFs/MR, and nursing 
homes. Only $60 million was associated with placement in family -scale 
community-based services. Like the ICF/MR Prograa, Title XIX ICF services 
drives state HR/DD service systems toward large congregate care options. 
Assuming a public nursing hone per diem of $40/dey, the Medicaid Program 
will pay out an estimated $408 million in federal funds in lY 1986 for 
inappropriate HR/DD nursing hone placenents (50,000 x $40 x 365 days x 56% 
federal share). 



Inaporoorlwte HR/DD Plaeenifentfi In Wtiraln^^ Homeft 
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Figure 9 below illtutrates zaajor KR/DO funding streaas associated with 
the Medicaid Prograa. Note tha scale of the ICF/MR Prograa vhen coopered 
to Coxzsmity Health Care Services (Medical Assistance), Nursing Hone Care, 
Day Services, and the Waiver Program, A large but unknown percentage of 
the Coissunity Health Care and Day Services expenditures are associated with 
HR/DD clients who reside in large 16+ bed privately operated ICF/MR 
facilities or nursing hoaes. 

Figure 9 

Federal Title XXX Relaburseaents for Individuals with HR/DD 
(dollars in millions) 



Federal Title XIX Reimbursements for Individuals 
with MR/DD In FT 1986 




*««• IM >M* MM MM 



Suramarv and Conclusion 

In 1854, President Franklin Pierce vetoed a bill, chaaploned by Dorthea 
Dlx, to set aside 10 allllon acres of federal land for the care of persons 
with cental disabilities. Congress was unable to override the veto and for 
117 years thereafter. Institutional care of KR/DD Individuals was totally a 
state govemaent rcsponslbllty. In the early 1970s, the Federal 
Covemiaent, acting as the conscience of a concerned nation, vigorously 
responded to the deplorable conditions In so nany of this nation's MR/DD 
institutions, and authorized aid to Institutions under the auspices of the 
ICF/MR Prograa. There followed a decade of unprecedented growth In federal 
financing of Institutional care. By the early 1980s, the Federal 
Covemaent was underwriting nearly ona-half of the total costs of care In 
the states' HR/DD Institutions. Cosblned state-federal ICF/MR spending 
reached $5.2 billion In FY 1986, and represented one- third of all public 
MR/DD spending, by federal, state, and local units of govemaent. Federal 
ICF/MR funding of $2.9 billion In FY 1986 represented three -fourths of all 
federal HR/DD financial assistance for services and 75% of all ICF/MR funds 
were deployed to underwrite institutional care. There has been virtually 
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no change in the past throo yccrs in tho proportion of total ICF/KR 
reioburseconta allocated for institutional care. The ICF/MR Prograa thus 
continues its strong institutional bias ovon though many states have begun 
aggressive cocaaunlty services development caapaigns. 

I recooaend that the Coaaittee envigorcte foraer President Richard M. 
Nixon*a 1971 White House Goal in the «rea of coaaunity integration. 
President Nixon's objective of "returning aor© than one-third of the 
nation's 200,000 residents of public institutions to the nation's 
conaunities" has been achieved only in a sheer physical sense; aost of the 
placeaents out of institutions during the last 15 years were aade to large 
congregate care facilities svjch as nursing homes and large private 16+ bed 
ICFs/KR. I suggest that the Finance Coaaittee statutorily adopt a national 
coaaunity integration policy associated with a) all KR/DD residents 
inappropriately residing in nursing hoaes; b) the reaaining 100,431 
residents of state-operated institutions; c) all residents of large 16+ bed 
privately-operated ICFs/MR, and d) all potential residents of these large 
congregate care environaents . 

I am suggesting the adoption of an explicit national priority in 
coaaunity integration, possibly in the- fona of legislative language 
stipulated in the pending reconciliation bill. The language should 
stipulate that the federal matching share be elevated by 5 percentage 
points in those instances where states' establish 15 -bed or less ICF,/MR 
placeaents for HR/DD residents of state institutions, nursing homes,* or 
large 16+ bed private ICFs/KR. I aa also suggesting a dramatic 
simplification of Waivf.^ policies toward KR/DD clients in one of the above 
listed priority areas. In a fiscally cpntervailing action, the federal 
ICF/KR match for supporting KR/DD placeaents in state -operated institutions 
would be reduced by 5 percentage points. In short, I believe that it is 
tlae for the Federal Govemaent to send a clear and convincing signal to 
tho states that it is thoroughly coaaitted to faaily- scale conaunity-bascd 
services for HR/DD people in this country. Thank you again for the 
opportunity to testify on these important issues. 
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Senator Durenberger. James C!onroy. 

STATEMENT OP JAMES W. CONROY, DIRECTOR OP RESEARCH 
AND PROGRAM EVALUATION, DEVELOPMENTAL DISABILITIES 
CENTER, TEMPLE UNIVERSITY, PHILADELPHIA, PA 

Mr. CoNROY. Good morning. Senators. I would also like to thank 
you for this opportunity and thank you for your interest in people 
with disabilities. 

^ As I interpret the committee's interest, one of the central ques- 
tions must be: Do large congregate care settings benefit people with 
mental retardation at much as smaller and more integrated com- 
munity based settings? I and my colleagues at Temple University 
have had the pleasure and the honor of studying that question for 
8 years now: 5 years with funding from the Office of Human Devel 
opment Seryices, and H more years with State support as a moni- 
toring activity. We ar(j now engaged in quality assurance in the 
community programs. 

This research project was one of the lai^gest ever supported by 
the Government on this topic. We found in 5 years of federally fi- 
nanced research, and in 3 more recent years of State financed mon- 
itoring on the Pennhurst situation, that people are much better off 
having left Pennhurst. They are better off than thev were at Penn- 
hurst in every way we measured. We used quite a large number of 
measures because "better ofP' has many meanings. 

People are better off in two important areas that I will mention: 
First, in terms of their own individual growth and development. 
The kej^ words in much of the legislation are "achievement of po- 
tential, ' and these people have gained skills in ways we could not 
have imagined 10 years ago. They are doing more for themselves 
now .than was thought possible. 

A second key area is the families, who were originally over- 
whelmingly opposed to the movement of their relatives. As we 
know, the families of people in institutions do not want their rela- 
tives to move to these new community settings. Among the families 

of people in institutions across this Nation, and in the Pennhurst 

situation, well over 70 percent will oppose any movement of their 
relatives out of those institutions. 

In the Pennhurst study, we were able to study what happened 
when there was little or no family choice. There was a Federal 
court order for all people to move. Now I can report to you that 
after it's happened, the families are astounded, surprised, and de- 
lighted. Over 90 percent are pleased with the move. In our re- 
search, under 3 percent of the families— each year we go out and 
survey every family every year— are strongly dissatisfied with the 
community situation. That is quite different from the picture 
before. The change is the largest I have had the opportunity to wit- 
ness in social sciences. 

We have now been able to perform similar work in Louisiana 
and in New Hampshire with strikingly similar results. Work is in 
progress in Colorado, Texas, and Connecticut. We will have an- 
swers there within the next few years. So I think the scientific case 
IS coming to a close. We consistently find people in community set- 
tings benefiting more than their peers in institutional settings, and 
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they are receiving as much, or more, service, and they are getting 
these benefits at equal or lower total social cost. 

Senator Chafee. Just one interruption. You used the term 
"social cost." What does "social" mean there? 

Mr, Ck)NROY, What I mean by that is that we went through a 
great deal of effort to track down every public dollar spent for 
people in the institutions and for people in the communities. 

Senator Chafeb, So it is lower cost, period? 

Mr* CoNROY. Yes. But we are throwing in everything— State, 
local. Federal— and we put it all together. Total cost was less in the 
Pennhurst situation for people in communities. 

I must add though that the reason for that was an inequity in 
staff salaries. People who work in community settings get paid 
much less for very similar work. That is not fair and that must not 
continue in our States either. 

Possibly the most remarkable finding, in my opinion, of our work 
is about the question, who benefits the most from this new mode of 
care? In our research in three States thus far, the results are con- 
sistent. It is people labeled "severely and profoundly retarded" who 
proportionately gain the most in their ability to care for them- 
selves. 

Now in Pennhurst, these people are now an average of 45 years 
old. They lived at Pennhurst an average of 24 years. Eighty-six per- 
cent of them were labeled "severely or profoundly retarded," and 
these are the people who are now out and have benefited so meas- 
urably and so greatly. 

These findings are strong evidence that Federal funds available 
would be better spent in these community based settings. We 
would have to recoromend th^t xising Medicaid funds in community 
settings be made much easier. 

Thank you. Senators. 

Senator Durenberger. Thank you very much, Mr. Conroy. Dr. 
Mank? 

[The prepared written statement of Mr. Conroy follows:] 
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Introduction 



For more than a century now, states have Maintained 
large, segregated, isolated, congregate care institutions 
for people with aental retardation; in the Pennhurst 
Longitudinal Study we have investigated whether people ware 
better off, in teras of their own individual behavioral 
development, after leaving such a setting. 

The places to which the people went were, in this case, 
called Coaaunity Living Arrangements (CLAs) . These were 
very saall prograas, usually housing 3 residents but no aore 
than 6, alaost always in regular residential housing stock, 
with constant staffing when t^ae people who live there were 
pre&ent, and which every person left every weekday to go to 
soae variety of day prograa or work or school. Staff 
coverage was provided either by the live*-in plus 
part-tiae-help aodel or the shift aodel, with the 
preponderance of prograas using the shift aodel. Service 
providers were private entities, about BOX are non-profit, 
and they ranged froa very saall (1 CLA site) to quite large 
(40 CLA sites).. 

Beyond this basic CLA aodel, which had been in place in 
Pennsylvania since the early 1970s, there were certain extra 
eleaents that were required by the Federal court for 
Pennhurst Classaeabers. The court aandated Case Managers 
with caseloads not to exceed 30, ordered that Individual 
Hobilitation Plans (IHPs) be written in a collaborative way 
involving all concerned professionals and nonprofessionals, 
and also that those plans be reviewed and approved by a 
special unit before inpleaentation, and finally that a 
special unit monitor the well being of the people and the 
services rendered to then. 

CoBBunity service settings sinilar to these have been 
proliferating rapidly across the country. But to the extent 
that a given staters conaunity services differs froa the 
aodel above, the power to generalize froa our Pennhurst 
Study findings to that state is decreased. As an extreae 
exaaple, for a state in which the **coaDunity service systea** 
is composed of 15-bed, specially constructed or renovated 
facilities located in aixed zoning areas, our research would 
probably have little to say. 

The deinstitutionaliza'cion of Pennhurst should be seen 
in the national context of declining institutional 
populations and increasing rjaaunity residential facility 
populations. There has been a strong trend away from 
institutional care, but as of this writing about 100,000 
people still live in public institutions. The general trend 
is depicted in Figure 1. 



Insert Figure 1 Here 
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FIGURE 1 

Number of People in Institutions 1960-1986 
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ffhether it would be possible to serve those people in a 
**better** way, at the aaae or lower public cost, is the 
essential queation addressed by the Pennhurst Study. 

Id the sense of CaMpbell (1967) in his classic article 
**Reforas as Bxperiaents , ** the Pennhurst Study was an 
evaluation of a social experiaent. The reform (experinent) 
in this case was conducted by a Federal court; on March 17, 
1978» Judge Raymond J. Broderick of the Federal court for 
the eastern district of Pennsylvania ordered that all the 
people living at Pennhurst (among others) move to CIAs* 
Evidence and expert testimony had convinced the Judge that 
people would be better off, but no one was really certain * 
In fact, the whole of American society was unsure about this 
issue of deinstitutionalization. 

Prior research had established firmly that 
deinstitutionalization of people with mental illness had 
been a national disgrace (Bassuk & Gerson, 1978). In the 
field of mental illness, the decline in institutional 
populations began in 1955 (long before it began in mental 
retardation). People had been **released'* from mental 
institutions with no places to go in the communities, no 
backups, no supports, and nothing to do during the day. The 
bulk of public knowledge and beliefs about 
deinstitutionalization coses from that crena* The 
politicians who voice concern about the homeless, the street 
people, and the vent people, are talking about people who 
were released from mental health, not mental retardation, 
institutions. 

Institutions for people with mental health problems 
were generally not very pleasant places to live during the 
19508 (Goffman, 1961). Public and professional outrage over 
institutional conditions surely lent momentum to the trend 
toward institutional discharges. Perhaps an even more 
powerful catalyst was the development of powerful new 
medications that could ameliorate the effects of many forms 
of mental illness* The first of these medications were 
spprnvod for general use by the Food & Sru^ Administration 
ini not coincidentally, 1955. It appears that many people 
were released from facilities with a supply of medications 
and little else. 

In the field of mental retardation, in contrastt it 
simply is not possible to construct a parallel situation. 
When a person with serious intellectual impairment is 
considered for release, it ia clear to everyone that the 
individual will still need round the clock supervision* 
There are no chemical or other substitutes for creation of a 
^lace to live with staff and therapeutic activities. 

Thus the Pennhurst Study was not revisiting an old 
question; the question becamfj new and different when the 
people involved had, not mental illness, but mental 
retardation. The question wasi in Pennsylvania, under this 
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court order, at this tiae, with these Pennhurst residents 
who had aental retardatioDi would cosBunity placeaent 
(deinstitutionalization) be beneficial? 



The Huaan lapacts of This Deinstitutionalization 

The part of the Pennhurst Study that was conducted by 
the Teaple University Developnental Disabilities Center/UAF 
was designed to answer Just one question: are people better 
off? That question has been approached in several ways, 
because well'-being has many Beasures. 

Before presenting the suaaarized findings about the 
aspects of well-being that we have Measured, we aust give 
brief descriptions of the kinds of people who lived at 
Pennhurst, and of the kinds of coaaunity pi ograas that later 
becaae their new hoaes. Without knowing the characteristics 
of the people and the systea we have studied, one cannot 
Judge whether the results of deinstitutionalization for 
other people in other systeas will be sinilar to ours. 

There were 1154 people who lived at Pennhurst Center on 
March 17, 1978. Their average age was 39 years, they had 
lived at Pennhurst for an average of 24 years, and 64% were 
aale; 33X had a history of seizures, IZX had visual 
iapairaents, 4% had hearing iapairaenta, and IBX were unable 
to walk. Life-threatening aedlcal conditions were reported 
for fewer than IX. Just over 50% were nonverbal, 47X were 
less than fully toilet trained, and 40% were reported to 
display physical violence toward othei's. Aaong the people 
at Pennhurst, QSX were labeled severely or profoundly 
retarded. 

The coaaunity service systea was coaposed of residences 
called Coaaunity Living Arrangeaents, or CLAs. They were 
very aaall, with the vast aajority serving three 
individuals. They were alaoat always located In regular 
housing stock, and were ataffed continuously when the 
residents were hoae. All were operated by private service 
providers under contract with county nental retardation 
prograas, and counties received lOOX state support for the 
residential settings and SOX support for day prograas. 
Every person left the CLA on weekdays to attend a day 
program. 

Individual Behavioral Developaent 

Continual behavioral growth toward reduced dependence 
is a central goal of services for people with aental 
retardation. He have found, by every scientific design and 
test available to us, that people who have gone to CLAs are 
better off in this regard. They have aade aore progress 
than siailar people still at Pennhurst, and aore than they 
theaselves aade during their prior tiae at Pennhurst. These 
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FIGURE 2 

AdapUve Behavior Growth, Before ami Afier Placement 
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per Bonth coapared to about 156 hours anong stayers), but 
■ore day program service (about 121 hours per ksonth compared 
to the stayers* 33 hours) « Adding the two kinds of service, 
the Bovers receive aore total hours of service (225 hours 
per Bonth) than the stayers (189 hours per month)* Hence we 
conclude that, on an overall index of amount of service, the 
movers are better off. 

The evidence on medical services suggests that people 
in CLAs are, for the most part, using the Medicaid and 
Medicare services systems effectively, and we have observed 
few cases of people lacking regular checkups or other needed 
services* Moreover, we have seen no change in general 
indicators of individual health following placement* 

We also find that the number of daily prescription 
medications given to each person declines after community 
placement, and has also declined among the stayers* For 
both groups, then, we would infer that they are better off 
in terms of the risk of overuse of medications* 

Preliminary Matched Comparison Study 

Early in the study, the Temple University part of the 
research team conducted a small and preliminary comparative 
costs analysis* We had ?978 and 1980 behavioral and 
services data for the first 70 people who went to CLAs* For 
each of the 70 people who moved to CLAs, we identified a 
person who was still at Pennhurst, and was the same sex, the 
same level of retardation, about the same I*Q* , about the 
same on our measure of adaptive behavior, and about the same 
age* 

We then attempted to identify every public dollar 
expended for each mover and each stayer* The areas of cost 
covered were residential, day proj^ram (including 
transportation where applicable), entitlements/public 
assistance payments such as SSI, case management, and 
medical care* This matched comparison analysis was an 
advance over prior comparative cost studies, because of the 
matching of people and because wc were careful to assess all 
major public costs rather than just some, but it was by no 
means as complete as the work to come later by the Human 
Services Research Institute* In this small study, we found 
that: 

(1) The people who moved to CLAs had improved 
significantly in adaptive behavior, while the people 
still at Pennhurst had not* 

(2) The people who moved to CLAs were receiving more 
total hours of developmentally oriented, planned, 
structured service each week than their matched peers 
at the insti tution* 

(3) The total public cost of serving the people who moved 
to CLAs was significantly less than for the matched 
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people still at Pennhurst (about $110 per Jay versus 
$129 per day at Pennhurst) • 

A few people in the CLAs showed extremely high costs 
(two people wore over $270 per day) during their 
first year because their behaviors desanded complete 
staff coBpleBents but no rooaaates; these two 
individuals showed iaproveaents sufficient for 
rooaaates to aove in and costs to drop 
correspondingly within the second year* 
The fiscal burden shifted sharply froa Federal to 
state sources for the people who went to CLAs; 
because Federal ICF/MR funds were being used for 
Pennhurst but not for CLAsi the state contributed 
about $57 per day for people at Pennhurst, and about 
$98 per day fcr people \u CLAs. 

Consuaer Interviews — Satisfaction 

In this part of the study, we have interviewed a saaple 
of people before and after they left Pennhurst* The saaple 
is not representative of all the people who lived at 
Pennhurst, tl:e aajority of whoa could not respond to a 
verbal interview. Nevertheless, we have learned a great 
deal by talking to people directly, both about their own 
feelings, and about the aethodology of conducting direct 
interviews with consuaers. 

We interviewed a saaple of 56 verbal people in 1980, 
whil*^ they were still at Pennhurst. tfe included check 
que;s;tions for each of the iaportant questions, so that we 
could eliainate contradictory and inconsistent responses 
froB the statistics. The 56 people were generally happy and 
satisfied with all aspects of Pennhurst. We found that 2SX 
reliably said they wanted to stay at Pennhurst, and only 22% 
reliably said they would like to go live soaewhere else. 
(The reaaining ^BX of the people were inconsistent or did 
not answer these questions.) 

Thirty of the original 5o people have now aoved and 
have been reinterviewed in their new coaaunity hoaes. Their 
responses show that they are significantly happier than they 
were at Pennhurst in aost aspects of their lives. Twelve of 
these 30 people reliably expressed happiness about living at 
Pennhurst in 1980; now, 22 reliably say they are happy 
living in the CLA. The proportion of people who reliably 
want to keep on living in the CLA is up to S3X (froa the 39^ 
at the institution). There has been no decrease in any area 
of satisfaction or happiness. 

Aaong the other 26 people, who are still at Pennhurst 
awaiting placeaent, our 1984 reinterviews show no changes at 
all in satisfaction or happiness froa 1980. 

We have noticed a sharp increase in x^onsistent answers 
froa the first to the second interviews, both aaong aovers 
and stayers. Having considered aany possible explanations, 
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we tend to favor the idea that these people* who had seldos 
been asked their opinions about important things* were at 
first unprepared and perh&ps soaewhat nervous. But the 
interview* which was indeed an unusual event in their lives* 
Bay have been the subject of auch thought afterward. By the 
tiae of the second interview* they had actually clarified 
their own opinions about what they liked and how they wanted 
to live. This suggests that consuaer input* if we will ask 
for it and listen to it* aay becoae progressively aore 
useful. 

Qualities of Bnvironaents 

We have found that the CIAs are considerably higher on 
scales of noraalization and individualization than were the 
living areas of Pennhurst. We therefore conclude that 
people are better off in teras of these two environaental 
qualities after aoving froa the institution to a CIA.. 

In our work on aeasuring environaental qualities within 
coaaunity residences (including physical coafort* 18 aspects 
of noraalization* individualization* life safety* 
encourageaen"^ of autonoay and activity* size* and staffing 
patterns)* we have tried to shed light on what envii-onaental 
qualities **aake a difference" for individual growth and 
developaent. Our preliainary findings indicate that the 
degree of noraalization of a coaaunity setting aakes a 
difference* with people in aore noraalized settings asking 
aore progress. We also find evidence that size aakes a 
difference* with people in saaller settings doing slightly 
better (even though the size of the settings only ranges 
froa 1 to 8 people). The data also hint that* controlling 
for differences in the level of functioning of the people in 
the coaaunity settings* aore regiaentation aay be associated 
with aore growth. This tentative finding deaands aore 
investigation. In another analysis* we see a suggestion 
that settings with "too aany" staff aay produce less growth 
aaong the people living there — but we need long and 
careful scrutiny of what sight constitute "too nany" before 
saying any aore. 

Findings of equal or greater iaportance have arisen 
froa unexpected quarters. All of the prograaaatically 
oriented aeasures we have used are rather highly correlated 
with the adaptive behavior of the occupants. This aeans 
that programs serving people with aore serious disabilities 
will autoaatically receive lower ratings on these aeasures. 
That is not a desirable property for any set of 
environaental scales or standards. 

Another unexpected finding of our work is that none of 
the environaental scales that were available for use in this 
study offered adequate reliability data* not even those that 
were in use on a national level. Moreover* during the 
course of our work* we c&ae to suspect serious reliability 



Pennhurst Page 8 





probleas with «any of the environnental instruaents we used. 
The Pennhurst Study was not designed to do large scale 
reliability checks of program standards and scales* but that 
is certainly an area for immediate and important work. 

Family Impactg 

We now know from national studies that most families of 
people living in public institutions vigorously oppose the 
idea of community placement. The families of the people 
living at Pennhurst Center arc no exception. The unique 
contribution of the Pennhurst study is that this is the 
first time families have been interviewed before and after 
community placement of their relatives. 

We found, in 1980, that B3X of th^ families of people 
living at Pennhurst expressed satisfaction with the 
institution, and 72% said they were unlikely to agree with 
any decision to move their relatives to CLAs. We also found 
that opposition to the CLA idea was not related to the 
relative's level of retardation; moreover, families who hed 
visited a CLA opposed them jusi as much as those who had 
not. In addition, we found that aost families did not 
believe that their relatives were capable of learning any 
new skills, and we found strong evidence that many of the 
families had an exaggerated perception of the level of 
medical attention needed by their relatives. 

In any case, we could comprehend the reluctance of the 
families to accept the CLA concept on the grounds of one 
fact alone: their relatives had already lived at Pennhurst 
Center for an average of 24 years. Change after so long is 
difficult for anyone. 

The family of each ^ >VBon who went to a CLA has been 
reinterviewed 6 to 12 months after the move. A total of 134 
families have been interviewed in this "before and after" 
fashion. The changes in feelings about community 
residential care are dramatic. Figure 3 illustrates the 
findings. 



On the left side, the graph shows the increase in the 
proportion strongly favoring community placement, from less 
than 20% before to over SQX afterward. Conversely, on the 
right, we see that after placement, less than 5X of families 
strongly oppose the CLA option. 

Survey results show that the families also perceive 
their relatives to be much happier after the move. There 
are significant and positive changes in practically every 
item on our survey. 

In the areas of the relative's potential for growth and 
the perception of the relative's medical needs, however, the 
before-to-after changes are relatively small. We are 



Insert Figure 3 Here 
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FIGURE 3 

Family Agreement, Before and After 
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continuing to watch these attitudes in Pennsylvania to see 
whether they will gradually change over years of cosaunity 
living. 

.Our data also show no substential increase in family 
visits after cowiunity placeaent. It seeas that the 
families who visited frequently at Pennhurot continue to do 
so in CLAs and vice versa. 

In a nutshell, we have found that initial faaily 
opposition changes drastically to surprised and enthusiastic 
support of the CLA option, ceapered by continued concern 
about pernanence. Our perception of the single Bost 
important finding of our work with families, other than 
their delight with the new mode of care, is this continued 
and unabated concern for permanence. Few of the families 
are convinced and confident that the CLA model offers a 
sufficient "guarantee" that their relatives will have a safe 
and pleasant place to live for their entire lives. 

Neighbor Attitudes 

The long duration of the Pennhurst Study has enabled us 
to investigate neighbor attitudes in a way that has not 6een 
done before: interviews with neighbors of CLAs before and 
after the CLAs open. 

We interviewed neighbors of 8 planned CLAs about 6 
months before they opened. This was before anyone in the 
neighborhoods knew of the planned CLA. We asked the 
neighbors how much they would be "bothered" if small groups 
of various kinds of people moved into a house in the area. 
The neighbors said they would be bothered very little by new 
neighbors with physical disabilities, or with mild mental 
retardation, or of a different race. They admitted that 
they would be bothered a lot more by people with mental 
illness or severe mental rK^srdation. 

The potential effect on property values was a strong 
concern about new neighboL.^ with mental illness, with severe 
mental retardation, and ot a different race. This concern 
was much less intense about people with mild mental 
retardation. 

In all, it appears from our data that only about 10% io 
2QX of neighbors would be opposed, on their own, to a smalj. 
group home for people with p ntal retardation, depending on 
the level of rocardation of ,he people. However, this 
situatioi* can probably be changed by vocal leadership, even 
from a small number of strong opponents. 

The same neighbors were reinterviewed about 6 months 
after the group homes opened, and then again at about 20 
months after opening. We found that only 2SX of neighbors 
were aware that a group home! had moved in at all. Among the 
cognizant neighbors, there was a small but significant 
negative shift in their general attitudes about people with 
mental retardation — but this shift was visible only at 6 
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Months after opening, and had vanishisd by the tiae of the 2G 
■onth interview. Thus we found a saall and tenporary 
negative reaction aaong neighbors of new group hos^s. 

This temporary negative reaction is further dolcuaented 
by the fact that neighbors i#ho knew about the group^hoae 
told us that they had been such aore negative about when 
they first heard about it than they were now. 

Finally, it appears that the opposition of average 
citizens to imagined group hoaes in their neighborhoods is 
con:ixderably stronger than the actual opposition aaong 
neighbors of real group hoaes. This presents prograa 
iapleaenterti with a fascinating double bind: if a prograa 
opens in a coaaunity^ opposition will decrease, but if the 
opposition is strong enough, the prograa will never open. 

Synopsis and Cautions 

The 5 years of the Pennhurst Study have led to the 
conclusion that, on the average, the people 
deinstitutionalized under the Pennhurst court order are 
better off in every way aeasured. For the people who aave 
Boved froa Pennhurst to saall coanunity residences, results 
are not aixed. They are conclusive. 

Scientifically, this is not the end of the story. How 
do we know that deinstitutionalizations elsewhere *^ould 
produce siailar results? The answer ic that we do not. 
Scientific conclusions are stated in probabilistic terns. 
The aore a deinstitutionalization process resembles the one 
we have observed, the aore likely it is that similar results 
will be seen. Any who wish to know if other efforts will 
obtain siailar outcoaes must understand the nature of the 
se!*'"icc systea we have studied here, and be able to relate 
that to the nature of the systea in their own area. To the 
extent that the placeaent process and the coaaunity service 
systev are di^rYerent, the results of deinstitutioralizatioo 
Bcy be different. 

Siailarly, to the extent that people in other coaaunity 
placeaent efforts are unlike the people in our study, the 
results of deinstitutionalization aay be different fron 
ours. Our study concerned people with very serious 
intellectual and other iapairaents. One aust draw a careful 
distinction between the group we have atudied and the people 
who were ^^deinstitutionalized** froa facilities for people 
with aental illness (not retardation) in prior years. Soae 
of those people were discharged with little aore than a 
supply of aedications to support thea, and went on to Join 
the ranks of the hoaeless who aay be seen on streets and 
wara air vents in aajor cities. That was eaphatically 
neither the kind of person nor the kind of process observed 
in the Pennhurst Study. 

These cautions against careless generalization are 
iaportant. It is also scientifically iaportant to stress 
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that, In the Pennhurst deinstitutionalization, the 
Measurable^ iaproveaents in the lives of the people have been 
very great, in order that it will be clear that such 
outcomes are posaib?,e . 

It is also iaportant to note that we have observed an 
unusual comaunity placeaent process, in that 81^ of the 
people who have aoved to CIAs are labeled "severely** or 
"profoundly** ■entally retarded. This simple fact 
definitively invalidates the notion that coBBunity care for 
people with severe or profound aental retardation cannot 
work. 
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STATEMENT OP DAVID MANK, PH.D., ASSISTANT PROFESSOR, DI- 
VISION OF SPECIAL EDUCATION AND REHABILITATiON, UNI- 
VERSITY OF OREGON. EUGENE. OR 

Dr. Mank. Thank you. Senators, for the opportunity to raise 
about services for people with disabilities that are funded by Med- 
icaid. 

I am David Mank from the University of Oregon, and I and a 
number of my colleagues have been particularly concerned with 
employment issues related to people with severe developmentaJ dis- 
abilities. 

I have submitted the written testimony, and at this time I wouH 
just like to highlight a few major points. 

It seems to me that the review of Medicaid financing of services 
for people with developmental disabilities provides us with an op- 
portunity to bring in line federally fimded services with the emerg- 
ing policies, the values, and the research of the recent years about 
appropriate and integrated services. And I would like to address 
my comments specifically to what could be considered the most ap- 
propriate day service, and that is employment with long-term sup- 
port. 

Let me be^dn with an example. A young woman mth develop- 
mental disabilities with severe mental retardation now works in 
her home community. She is unable to speak clearly and is consid- 
ered to have very poor social skills. But a community program de- 
signed to secure employment and provide long-term support to 
maintain that employment located a job for this woman. With in- 
tensive training and support on the job. and in other ways, this 
woman now earns more than $400 a month, and lives and partici- 
pates in her commimity in much the same way as other communi- 
ty members. 

This woman may well need support for the rest of her life to stay 
in the community and to stay employed. But for moat other people 
with severe developmental disabilities, such a possibility does not 
exist. 

One of the reasons for that is the restrictions on the use of Med- 
icaid funding for supporting the employment of persons with devel- 
opmental disabilities. 

VfhUe Medicaid funding might provide for some other kinds of 
services, it is difficult if not impossible for this funding to be used 
to support the most appropriate and desirable day service possible, 
and that is employment with the support to stay on the job. 

The State operates under a Federal system with a major disin- 
centive to providing this kind of employment outcome, and it is 
clear that the majority of Medicaid financing of services for per- 
sons with disabilities fund services in large and segregated settings. 
This is true even though Medicaid programs speak to promoting 
adaptive skills for community life. Tms is true even though there is 
a broad emerging consensus that appropriate services are commu- 
nity and integrated services. 

This is true even though employment is highly valued in our so- 
ciety for all citizens. This is true even though the research and 
demonstrations of the recent years clearly demonstrate the desir- 
ability and the possibility of meaningful and integrated employ- 
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ment in r^ular job sites for people with severe developmental dis- 
abilities. 

People receiving services funded by Medicaid have the ability 
and the untapped potential to work productively in our communi- 
ties in int^ated jobs if long-term support is available. And much 
of our present system of services produces few valued outcomes. 
Employment, with support, produces outcomes that are clear and 
valued. 

It is time to promote appropriate services and outcomes, and pro- 
vide incentives rather than providing restrictions on the use of 
Federal funds. 

It is time to align the use of fiscal resources what is clearly possi- 
ble and clearly valued. Integrated life in our communities tiiat in- 
cludes meaningful employment. 

Thank you. 

[The prepared written statement of Dr. Mank follows:] 
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Hr. Chairman, Senators: 

Thank you for the opportunity to testify before the subcommittee concerning 
Medicaid financing of services for persons with developmental disabilities. This 
issue is especially important when we consider the impact of such review and 
decisions on the live^ and quality of life of persons with the label of 
developmental disabilities, Hy purpose is to focus on issues related to day 
services and employDcnt for people with developmental disabilities. There are a 
number of significant and positive changes happening across the country in 
services for people with developmental disabilities. There are also many needs 
and barriers to providing most appropriate, community based services and 
emplo>ment for people with disabilities, 

I would like to offer several points for consideration to the conwittee 
related to funding of services for people with disabilities as it relates 
services and employment in regular community settings. Although the Medicaid 
funding for people with developmental ly disabilities was enacted to improve state 
institutions, the focus, almost since the beginning has been to promote adaptive 
skills for community life. In fact, since 1976, specific provisions of Title XIX 
have promoted community life. It would seem important to keep in mind this focus 
as costs and outcomes are considered, 

* What values should guide policy development? 

There is no doubt and little discussion that enabling persons with 
developmental disabilities to live and work alongside the rest of us in 
communities is clearly preferable to life in large, segregated, isolated mini- 
societies and institutions. Further, It is clearly possible for their needs to 
be met in communities. Demonstration progreens across the country show the 
abilities of people often found in large segregated settings. The extent to 
which we are successful in using public dollars to promote life in our 
communities is the extent to which we succeed in providing meaningful lives for 
people with developmental disabilities. 

Persons with disabilities, advocacy groups and many others citizens assert 
the rights of people with disabilities. are the same as rhe rights for all 
community members. This must include not only living but also working in our 
communities. 

Strong values associated with normalized lives for persons with 
disabilities have emerged. At the same time there have been significant 
improvements in our ability to teach community and adaptive skills to persons 
with developmental disabilities. The last twenty-five years have witnessed 
notable change in the way in which we teach people with disabilities to work in 
community settings. What was thought impossible to accomplish two decades ago is 
now standard practice in many programs around the country. Research has sdown 
the ability of people with severe and profound mental retardation to learn and 
perform complex work skills and earn significant wages in reguUr community 
Jobs, Two dec&des ago, such individuals might have been found only in large, 
segregated settings. In addition to a substantial body of research, high quality 
demonstrations exist in all parts of the country that show the ability of people 
with disabilities and the promise of community emplo>ment. 



ERIC 




171 



* How are Federal dollars new spent? 

While the stated focus of services for people with disabilities is conmunity 
based, enormous resources continue to pay for institutional, segregated and 
non-normalized services. There appears to be a major contradiction in the social 
service system for people with developmental disabilities. On the one hand, it 
is both possible and desirable that people with developmental disabilities live 
and work in our communities. On the other hand, federal dollars continue to pay 
for funding of large, segregated settings which do not result in community life. 

It is clear that the use of Medicaid funding for persons with developmental 
disabilities has increased dramatically. This is due in part to some 
institutional costs being shifted from state to Federal funds. It is also clear 
that the majority of this funding supports services that are contradictory to 
best practice and community living and are not based on the emerging values and 
the research and demonstrations of the last twenty years. Further, this 
contradiction is present in day and vocational services adniinistered by State 
Mental Retardation Agencies. Between 1979 and 1984 there was a 179X increase in 
the expendUures for day services in progriTis administered by State Mental 
Retardation Agencies. Of these services, nearly 7SX are segregated adult day 
programs with little or no access to meaningful work. Only about 3X of 
individuals with severe disabilities had access to integrated work in community 
settings. Again, this occurs at a time when there is widespread agreement that 
integrated work in regular community jobs is both desirable and possible. 

This problem is further compounded by the nunber of students with 
developmental disabilities who are leaving high qual ity school programs. In 
Oregon alone, more that 100 students a year leave school. Nationally, it is 
estimated that 250,000 special education students leave school each year. Most 
either receive no service or are underserved in nonvocational or segregated 
programs. 

What is clear is that the dramatic growth in costs and services are not in 
line with what is thought to be most appropriate and needed to meet the needs of 
persons with developmental disabilities. Federal funding systems for services 
for programs for people with developmental disabilities make available large 
sums of money for the maintenance of large, non-community based facilities. This 
creates a powerful disincentive for widespread development of community based 
services and community based employment. Restrictions on the use of Medicaid 
funds for community services create additional disincentives. On the present 
course^ costs can be expected to increase and the development of appropriate 
services and employment options will be severely hampered. 

* Supp ^^ted Employment should be one part of future policy 

iiicie is an alternative to additional years of segregated day services for 
pe^^ip with developmental disabilities. Supported employment provides a 
structure for putting people to work while providing long term support, 
lypported employment is working in many demonstration and pilot programs across 
the country with individuals with developmental disabilities many of whom were 
previously found in large institutions. In many communities, the only difference 
between one individual living and working in the community and another individual 
living in an institution is that one person had the .ice for community service 
even though there may be no difference in their di lities, support needs, IQ, 
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or behavior. The person who remains in the institution may well be there because 
enough cownunity services do not exist and the stote operates under a federal 
system where significant dollars are available for that person if they stay in 
the institution. 

Consider for example, an individual whose name is Vince. Vince spent 
fifteen years living in a large state institution, Vince ha*- a measured IQ of 
about 3D, does not speak clearly and has had a history of acting out behaviors 
and noncompliance in the institution, Thr'ough a community progr»a, Vince was 
able to move into a supervised apartment and began working in a manufacturing 
plant. It was not changes in Vince*s abilities that ir.ade this possible. The 
difference was that opportunity was provided and support delivered to make 
community life possible. It is a matter of using resources to support corwunity 
life and work rather that paying for expensive atid inappropriate non-integrated 



even though Vince is considered severely intellectual disabled, within a few 
months of leaving the institution, he had learned to ride the city bus to and 
from work and had learned a number of work tasks. He earns about $500,00 a 
month. In the institution, he earned no money. He has made frieods at home and 
av •^i)rk with peo, le who do not have disabilities. He now contributes to 
society. But Vince is not totally Independent, Rather, he receives regiUr and 
ongoing support from skilled professionals to make sure that he continues to live 
in the community and to work productively. His life Is i much like that of 
working adults in any community. 

The only difference between Vince and many, many other people who are still 
found in large, segregated settings is that Vince has the opportunity to live and 
work in the community. He still neeas support, assistance and supervision. He 
may well need this support for the rest of his life. But there is no reason for 
Vince, nor for other individuals with devetopmentdl disabilities to remain in 
institutions except that too fcv^, communHy eraplo^rwnt services exis* Kross the 
country. This is true at the s<sm(; time thav people across the country have 
agreed on the need for and promise of supported employrsnt, iel significant 
resources continue to pa> for placenents in largo inrtitutions, The kind of life 
that Vince now has can be provided often for no more, and Tiiny times for less, 
than it costs to pay for an institutional placement. Individuals will require 
different levels of support. Some individuals will ne'jd intensive and ongoing 
support. Others will need less intensive support or only intermittent support to 
be successful in their communities. 

In the recent p».*t, initiatives have begun by the Office of Special 
Education and Rehabilitative Services and the Administration on Developmental 
Disabilities to promote supported employnent. States -.ross the country are 
looking for ways to make integrated and supported emplo>ment a reality in local 
communities. If the primary purpose of Medicaid and federal programs for 
services for people with developmental disabilities is to promote adaptive skills 
for community life, then it is critical to find ways to insure that resources go 
to providing what is now possible, desirable and much needed. Different 
incentives are needed. Disincentives must be removed. Federal scale programs 
and policies are needed wiiich promote community life, promote integration and 
promote normal lifestyles. Integrated employnent with ongoing support is one 
important piece of a system that makes people with disabilities a part of our 
communities. There is now an opportunity to align resources with stated goals 
and needed outcomes that promotes lives of quality with jobs in our coiwunities 
for people with developmental disabilities. 



Thank you. 
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Senator Durenberger. Thank you very much, Dr. Mank. 
John Chafee? 

^ Senator Ch/^. Well th^nk you, Mr. Chairman. I must say, this 
IS an extraordmary group of witnesses of great experience and 
talent. And I personally want to thank each of you for taking the 
trouble to come here. You have come from a long distance. And my 
qu^tions will not necessarily be in the order of your statements. 

Mr. Conroy, the Pennhurst study, of course, is the study that we 
refer to so often, and people will try to quarrel with it one wav or 
another. CoiUd you bnefly describe to us what type of preparations 
were made before the placement— outplacement from Pennhurst 
w^ niade? What process was gone through as far as preparing the 
inmvidual, and making certain that the conmiunity facility met the 
needs. 

Mr.^ Conroy. In this case, the judge was wise enough to order 
what 3s common sense, I thmk, and that is that the transition must 
be made gentle, and the person must be involved in the planning to 
the extent possible. There must be trial visits. The family must be 
involved. You need continuity and gentleness in the transition. 

The judge also ordered that all services must be in place in the 
commumty before the person moves. That requirement made sure 
that there was a day program and a place to hve. There was week- 
end staffing. The staff had akeady been hired. The services were in 
place. And I thmk that is only the sensible thmg to do. 

In addition, the iudge ordered a very carefully written standard- 
ized, mdividuaUy habilitation plan. Tliat was prepared before the 
person moved. Hiere was even a transitional habilitation plan. 

The upshot of it is that with proper preparation, deinstitutional- 
ization can b-e done correctly and with safety. 

In past deinstitutionalizations, I have witnessed people dying 
ftx)m careless transfers from one place to another. In this case, it 
was d-^ne with care, and it was successful. 

Senator Chapee. What rJbcut the continuing supervision, the as- 
surance of the quality remaining there as you go along? 

Mr. Conroy. That, of course, m my mind is one of the challenges 
tor the future as we shift from one sort of care model to another in 
this country, and particularly to a decentralized one. We must 
««!S^ure that monitormg is intense. 

3ome would argue that neighbors are one level of that monitor- 
uig. I agree. When you are in regular housing stock, and abuse 
occurs, neighbors may participate in the solution. But there are 
lots of levels of monitormg. I believe fiscal monitoring at the local 
level IS important. Case management is, in my opinion, the most 
nnportant level of monitoring. 

Someone h^ to visit every percon eveiy month, a third party, 
not hired by the provider agency, someone with no vested interest. 
Case management is intended to serve that function. And that 
must be supported financially. 

Fin^y* the kind of monitoring that our outfit does is quantita- 
tive. We visit every person every year. We survey every family 
every year and we measure, to the extent we know how to meas- 
ure, the qualities of the places where they are living and working. 

That IS quantitative and it is done once a year. And we are able 
to r se red flags. When we find a person in trouble, we notify the 
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appropriate State agency, and in our system, lucidly, action is 
taken. 

Senator Chafee. Dr. Braddock, under the way the ICF/MR 
works, if you have— if the State has a small facility that is so con- 
structed that it meets the requirement, then they get the reim- 
bursement. But if the facility does not meet— if you just take a reg- 
ular home, it is my understanding, just buy a home, and do not 
widen the corridors, and do all sorts of frequently extremely expen- 
sive steps, then it doesn't qualify. Am I correct in that? 

Dr. Braddock. That is a correct interpretation. 

Senator Chafee. And what would be your recommendation in 
connection with this? What do you think we ought to do? 

Dr. Braddock. I think you touched on the fundamental problem 
in your opening remarks. Senator. The problem is the medicaliza- 
tion of the program. I don't think we will resolve problems like this 
probably until we perhaps even go so far as to extricate the re- 
sources for DD people out of the ICF/MR Program, and perhaps set 
up a separate agency to deal with it, and organize regulations in 
such a way that they are congruent with modem day principles of 
normalization and least restrictive environment. 

I would point out tiiat at the Federal level in mental illness we 
have the National Institute of Mental Health guide the Nation's 
Mental Health Program. We have no counterpart in developmental 
disabilities. It is unfair to compare the §50 million budget of the 
administration on developmental disabilities and its organizational 
clout with that of the National Institute of Mental Health. 

I think we need an agency at the highest levels of Government 
in Washington, and we need single State agencies in the States- 
freestanding agencies that can champion the rights and interests of 
DD people and help us get regulations that prevent foolish kinds of 
stipulations like you have just described from occurring. 

Senator Chafee. I suspect, but I am not sure, to qualify for the 
ICF/MR you have to have a facility that two wheelchairs can pass 
in the corridors even though the residents may not be in wheel- 
chairs. 

Dr. Mank, what kind of jobs can these individuals that you de- 
scribed—and they seem to be fairly severely retarded in your de- 
scription—what type of jobs are they? What do the problems say 
with the minimum wage? These are workshops of some type? 

Dr. Mane. No; integrated community jobs, Senator. I know of in- 
dividuals with severe develop^;::**"^^^ dic3abilities that are in a 
number of different kinds of jo>^, fr^m manufacturing to service 
occupations. 

Under emerging programs of supported employment, some indi- 
viduals will be paid in excess of the minimum wage according to 
their productivity and their efforts. But other individuals who may 
work more slowly need not be excluded from integrated community 
employment on the basis of productivity. 

It is possible to acquire Department of Labor certificates to pay 
based on produ ctivity even in community jobs rather than in segre- 
gated settings. 

Senator Chafee. Dr. Lakin, we appreciate your testimony and 
the thoughts you had. Here is a question I would like to ask the 
panel as a whole, any one of you. The thrust of this program, the 
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community living amendments, was not to get it cheaper. That was 
a fringe benefit. If it is there, if it will reduce costs, fine. But the 
thrust of it is way beyond that. However, in your Pen]^urst study, 
Mr. Conroy, you indicated that the costs were lower, but then you 
said that the costs were lower because the cost of the employees 
was lower. I don't quite understand. Why does it work out that 
way? Why is the cost to the employees lower? 

Mr. Conroy. The employees at Pennhurst, Senator, were State 
emplc;'ees and thev were represented by imions. -^d at the time of 
our first fiscal analysis, the average direct care worker was earning 
a little over $14,000 a year with a benefits package of just over 40 
jercent. The private providers in the communify service system 
hired people who were not represented by a union. They were 
entry level paraprofessionals, if you will, and they were earning an 
average of $9,600 a year with a 21-percent benefits package. And 
that is the difference in the cost between the two programs. 

That is something that, of course, cannot continue for a very 
long time in this country. It is certainly not fair. And the difficulty 
of the work is quite similar. 

Senator Chafee. Have you got any thoughts on that. Dr. Lakin? 

Dr. Lakin. Well, it is just important to realize th-^t personnel 
costs are the msgor costs of any iand of residential care. And that if 
those costs are equated, we really should not expect great differ- 
ences in providing for people with similar characteristics. It is just 
not going to happen. 

So it has got to be more than cost. You are right. It has got to be 
commitment. We have to decide it is right to do it and act from 
that, and not some expectation of savings over the long run. 

Senator Chafee. Well, I want to make that very clear, that is not 
the thrust of the program, the savings. It is just that the subject is 
raised on occasion. Oh, there is going to be more cost or this is less 
costly. I just want to know your thoughts. 

You suggested something like a reimbursement system similar to 
the DRG. I am not quite sure how that would work. 

Dr. Lakin. Well, I am not quite sure how it would work either, 
but I am scared to death that a committee like this is going to con- 
tinue to ignoj^e what it ought to be doing for fear of some unknown 
population out there that isn't presently receiving services that 
may show up if services presently available only in institutional 
settings are made available in alternative forms: habilitation pro- 
grams in the community, support the families, and ao forth. 

My feeling is that if we need to deal with that, we ought to deal 
with it by limiting the cost per beueficiai^ and making sure that 
the services ajfe increased. I am just convinced that whSat you are 
about should not be hindered by an overall concern about cost. We 
need to deal with that cost with limits, if necessary, so we can get 
on with what you have rightly recognized as the duty of this Con- 
gress. 

Senator Chafee. Well, thank you all very much. I appreciate 
each of you coming. And I may have written questions for you sub- 
sequently and I would appreciate it if you would answer them. 
Thank you. 

Senator Durenberger. I think we will too. And we appreciate 
the t^timony of each of the witnessea 
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Our next panel will be Barbara Matula, chair of the Committee 
on Long-Term Care, State Medicaid Directors' Association of the 
American Public Welfare Association, from North Carolina; 
Urbano Censori, deputy director of the Bureau of Community Resi- 
dential Services, Program Development Policy and Standards, De- 
partment of Mental Health, State of Michigan. I would like to see 
your card. Also representing the National Association of State 
Mental Retardation Program Directors, James Towes, assistant ad- 
ministrator, Oregon Developmental Disabilities Program Office; 
and Dr. Edward Skamulis, the director of mental retardation divi- 
sion of the Department for Human Resources, State of Minnesota. 

Let's begin in the order of introduction. And, again, you have all 
been here, heard the rules, and you have also noticed how well all 
your predecessors at the witness table have adhered to the so-called 
5-minute rule and we appreciate that. And the people that come 
after you in particular will appreciate that. 

We will begin with Barbara. 

STATEMENT OF BARBARA D. MATULA, CHAIR, COMMITTEE ON 
LONG-TERM CARE, STATE MEDICAID DIRECTORS' ASSOCIA- 
TION, AMERICAN PUBLIC WELFARE ASSOCIATiON, RALEIGH, 
NC 

Ms. Matula. Thank you very much. 

I am not going to bother reading over my testimony for you. I 
know that you are familiar with it. But there are some points that 
I think are important for us to make in the Medicaid Program, 
some as they relate to cost, and, more importantly, some as they 
relate to the waivers that we have been talking about. 

The quality of care in ICF/MR's has gone up as has the cost, but 
we believe the costs have stabilized now. Still, we are putting as 
much as $40,000 a year into institutional care when the ICF/MR 
waiver cost in my State, delivering a wide package of care, includ- 
ing respite, ranged from $12,000 to $19,000 per year. 

When we talk about making it easier for us to get waivers, v/e 
might keep in mind that the number of people we can sen/e in our 
waiver program is tied to the number of ICF/MR beds. And it is 
conceivable that if we could close institutions we would lose the 
slots to serve the people in the community. Ironic but true. 

Senator Chafee. You mean because you would not have the fa- 
cilities in the community? 

Ms. Matula. That is right. We could not under the waiver, serve 
the people in the community if we closed the institutions. 

We also have for the children who are in institutions now, clear- 
ly, an eligibility bias, in that tbeir parents' income is not counted 
toward their care in the institution. But if that child is cared for in 
his home, their income is counted and they probably will not qual- 
ify for Medicaid. As you know, those guidelines are well below pov- 
erty. 

Sty when we talk about the waivers and making them eacier, we 
need to institutionalize some of those biases in the home and com- 
munity based program as well. 
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I suppose the size of institution is an issue that you will be deal- 
ing^ with. I think that we are seeing that as some of our small-bed 
facilities in North Carolina move to take the more profoundly re- 
tarded and the multiply handicapped, they are losing some of the 
economies of scale in delivering the extensive services that the 
larger institutions have. So if cost is not an issue to ycu, I would 
project that as we move the more severely retarded into the small- 
er institutions, we can expect the cost to easily be as great as large 
State institutions, regardless of the salary differential, if not 
higher. 

I think that the waiver program has gone a long way toward re- 
alizing some of our goals, but I would sum up my comments by 
saying that the participation still is somewhat lopsided: 300 people 
in North Carolina in the waiver program; 3,000 in the ICF/MR. I 
would not say that any Medicaid director would tell you that we 
have no need for ICF/MR's. I believe we do. But I do think that the 
imbalance is clear and it is one that is dictated by the formula in 
the waiver. 

Thank you. 

Senator Durenberger. Barbara, thenk you. And you are a fre- 
quent visitor to this subcommittee, and we always appreciate the 
insight that you have, not just only individually— that is appreciat- 
ed—but the sensitivity to what the other 49 of your counterparts 
are doing in the rest of the country. 

[The prepared written statement of Ms. Matula follows:] 
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HR. CHAIRHAN, KEKBERS of the COKKITTEE, 600D HORNING. I AK BARBARA D. 

Hatula, director of the North Carolina Division of Medical Assistance and 

CURRENT CHAIR OF THE LONS-TERH CARE COHHITTEE OF THE STATE MEDICAID 

DiREcroRS* Association of the American Public welfare Association. 

I come before you today to present the views of state Medicaid directors 
regarding the financing of intermediate care facilities for the mentauy 
retarded (ICF/MRs). In addition, I will discuss the state Medicaid 

director's views on APPROPRI^TE CARE FOR THE MENTALLY RETARDED AND 
DEVELOPHENTALLY DISABLED. THE STATE tolCAlD DIRECTORS WANT TO PROVIDE THE 
COMMIHEE WITH THE MOST COMPLETE PERSPECTIVE ON THESE ISSUES, AND WE HOPE 
OUR INPUT WILL BE OF VALUE. THE MEDICAID PROGRAM FUNDS A LARGE .RT OF THE 
CARE FOR THE MEfffALLY RETARDED AND DEVELOPrtEHTALLY DISABLED IN THIS COUNTRY. 
AND BECAUSE THIS FUNDING IS DIRECTED TOWARDS INSTITUTIONAL CARE OUR PROGRAM 
IS AT THE CENTER OF THE MORE GENERAL DEBATE OVER WHETHER INSTITUTIONAL CARE 
OR CARE AND SERVICES PROVIDED IN THE HOME AND THE COMMUNITY IS MORE 
APPROPRIATE FOR THOSE IN NEED OF LONG-TERM CARE. 

This morning in discussing financial issues regarding ICF/MRs I will give 
some background onx (i) tf!£ large costs increases in this area of the 
Medicaid budgeti (2) why they have occurredi and (3) show that these costs 
have come under control in recent years. i will conclude my remarks cm 
finances by discussing the issue of educaticwal vsrsus habilitative services 
which has been a controversy for the pact few years. in the laher part of 
my testimony. i will talk about the appropriate care setting for mentally 
retarded and deve lopmentally disabled individuals. emphasizing the states* 
need for latitude in administering these programs. 
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In 1985 APPROXIHATELY $M BILLION IN FEDERAL AND STATE FUNDS WERE SPENT ON 
THE SERVICES PROVIDED BY ICF/MRS UNDER THE MEDICAID PROGRAH. ICF/HR 
PAYHENTS CONSmUTED 12 PERCENT OF THE ENTIRE PROGRAH IN 1985. OVER THE 
PAST SEVERAL YEARS THE GROWTH IN THE COST OF ICF/^Rs HAS BEEN OF PARTICULAR 
CONCERN TO STATE MEDICAID AGENCIES AND DECISION HAKERS IN WASHINGTOJj. VvHILE 

THE ICF/MR COSTS IN Medicaid increased at a rapid r/- in late 1970s m 

EARLY 1980s, they HAVE NOW BEGUN TO DECLINE AS A PORTION OF OVERALL PROGRAH 

COSTS. In FY 75 ICF/MR COSTS constituted 2.8 percent of Medicaid costs. In 

FY 80 THEY WERE AT 11.1 PERCENT AND HU A PEAK OF 13.5 PERCENT OF MEDICAID 
EXPENDITURES IN FY 83. SO A VELING OFF HAS OCCURRED FOR ICF/rRS COST 
RELATIVE TO OTHER MEDICAID COSTS, AND HAVE HAINTAINED A LEVEL OF 12 PERCENT 
IN FY 85. ICF/hR SERVICE EXPENDITURES AKE NOW GROWING AT APPROXIMATELY THE 
SAHE RATE AS THE REST OF THE MEDICAID PROGRAM. 

It is important to understand im the earlier rapid growth was not due to 

FRIVOLOUS SPENDING ON THE PART OF STATES, AS SOME HAVE SUGGESTED. TWO 
RELATED FACTORS HAVE CONSTRIBUTED TO THE RAPID INCREASE IN MEDICAID COSTS 

FOR ICF/^Rs. First, States have shifted the care of persons from state-only 

FINANCED PROGRAMS INTO THE MEDICAID PROGRAM SINCE ICF/M^S SERVICES WERE 
FIRST COVERED BY MEDICAID STATUTE IN THE EARLY 1970S. SECOND, THE OVERALL 
QUALITY OF CARE PROVIDED TO THESE INDIVIDUALS HAS IMPROVED, RESULTING IN 
INCREASED COSTS. 

Neither of these changes is surprising. Individuals receiving ICFim 

SERVICE UNDER MEDICAID NUMBERED 55,000 IN FY 75, 125,300 IN FY 80, AND 

155,200 IN FY 83. Some of the ICF/M^ facilities are state owned, but over 
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TIME CORPORATiaS HAVE BUILT FACILHIES ACROSS THE COUNTRY AND ENCOURAGED 
THE ADMISSION OF PERSONS WHO WERE NEVER BEFORE ON MEDICAID* THE INTENT OF 
THE STATUTE, PROVIDING FUNDING FOR ICF/HR SERVICES UNDER MEDICAID, WAS TO 
IMPROVE THE QUALITY 0? CARE TO THE MENTALLY RETARDED AND DEVELOPMENTAL 
DISABLED. The new FUNDING WAS TIED TO FEDERAL REOUinEHENTS WHICH SPELLED 
OUT THE QUALITY OF CARE TO BE PROVIDED. IN ACCEPTING THESE FEDERAL FUNDS, 
STATES HAVE ACCEPTED THE CHALLENGE OF PROVIDING HIGH QUALITY CARE IN ICF/hRS 
AS OUTLINED BY THE FEDERAL STANDARDS. ACCOMPLISHING THIS GOAL CARRIES A 

HIGH COST. Meeting federal standards means spending upwards of $M0,000 a 

YEAR ON A . INDIVIDUAL IN AN ICFM SO WHEN ACCOUNTING FOR THE HIGH COST OF 
ICF/fl^S PAYMENTS UNDER MEDICAID, IT IS NECESSARY TO CONSIDER THE QUALITY OF 
CARE BEING PROVIDED. THE TWO CANNOT BE SEPARATED. 

As I HAVE ALREADY POINTED OUT, THE PERIOD OF A RAPID INCREASE IN COSTS FOR 
ICF/MR SERVICES HAS SLOWED DOWN, SIGNALING AN ACCOMPLISHMENT OF EARLIER 
GOALS TO PROVIDE A HIGH QUALITY OF CARE TO INDIVIDUALS IN ICF/MRS. THE 
STATES BELIEVE THAT MANY OF THE FINANCING CONCERNS OF THE PAST ARE NO LONGER 
A PROBLEM. MUST CONTINUE TO WATCH THESE EXPENDITURES TO AVOID 
UNNECESSARY INCREASES, BUT THE SITUATION HAS CHANGED SIGNIFICANTLY. 

The issue of defining education and vocational services also needs lo be 
considered. as you know, beginning in 1984, the office of the inspector 
General of Health and Human Services, began reporting that federal Medicaid 
funds were being spent for educational and vocational services? that these 
services should have been funded under the appropriate feoebitl programs for 
such services rather than by medicaid, a program for providing health care, 
while the state medicaid agencies did not agree with all of jwl 16 rulings, 
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TO INSTITUTIONAL CARE. THE MOST NOTEWORTHY OF COURSE IS THE HOME AND 
COMMUNITY-BASED SERVICES WAIVER PROGRAM ESTABLISHED BY CONGRESS IN 1981. 

Currently 35 states have MM ACTm waivers to provide care to mentally 

RETARDED AND DEVELOPMENTALLY DISABLED INDIVIDUALS IN THE COMMUNITY. THIS IS 
nearly HALF OF THE iOM ACTIVE WAIVERS THROUGHOUT THE COUNTRY. HOWEVER, THIS 
AVENUE FOR PROVIDING APPROPRIATE CARE HAS TO DATE BEEN A MUCH NARROWER ONE 
THAN THE STATES EXPECTED. WE HOPE THAT THIS SITUATION WILL IMPROVE AS A 
RESULT OF THE ACTIONS OF THIS COMMITTEE LAST YEAR, AND CONGRESS AS A WHOLE, 
TO AMEND THE HOME AND COMMUNITY-BASED WAIVER PROGRAM. 

The STATE Medicaid agencies believe that ultimately, if we are to provide 

ALTERNATIVE CARE IN AN APPROPRIATE SETTING TO ALL OF THObE IN NEED OF 
LONG-TERM CARE, HOME AND COMMUNITY-BASED CARE SERVICES MUST BE AN OPTION 
UNDER STATE MEDICAID PLANS. WITHOUT SUCH FLEXIBILITY Wu WILL NOT BE ABLE TO 
PROVIDE THE APPROPRIATE CARE THESE INDIVIDUALS NEED. THE ARGUMENT AGAINST 
SUCH A CHANGE IS THAT IT WILL LEAD TO SIGNIFICANTLY HIGHER COSTS, BRINGING 
ON ANOTHER CYC'.E OF PROGRAM INFLATION. THE STATES BELIEVE THAT WE CAN 
CONTROL SUCH POTENTIAL COSTS THROUGH EFFECTIVE CASE/MANAGEKENI AND 
OVERSIGHT. 

I ALSO WANT TO EMPHASIZE THAT IT IS NOT THE STATE MEDICAID AGENCIES* 
POSITION THAT THE ONLY APPROPRIATE SEHING TO PROVIDE CARE TO THE MENTALLY 
RETARDED AND DEVELOPMENTALLY DISABLED IS IN THE COMMUNITY AND NOT IN 
ICF/MRS. WE BELIEVE THAT BOTH OPTIONS MUST BE AVAILABLE WITH THE DECISION 
ON WHICH SETTING IS MOST APPROPRIATE BEING MADE BY THE INDIVIDUAL'S FAMIIY, 
COMMUNITY PROFESSIONALS, AND STATE ADMINISTRATORS. WE DO NOT BELIEVE THAT 
COMMUNITY CARE IS THE ONl* CORRECT SEHING FOR ALL INDIVIDUALS. WE CANNOT 
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support those who believe that severely ano profoundly multiple hanoicapped 
inoiviouals requiring optihal heoical ano nursing care should be houseo in 8 
bed units in the cohmunity. this is not economically souno nor in the 
interest of those neeoing a high level of care. the decision neeos to be 
evaluated objectively in each case. but having medicaid funding available 
fdr community options is critical to the success of such a system. 

Thank you for inviting me to present the state Medicaid agencies perspective 
on these issues. i would be happy to answer any questions you might have at 
this time. 
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Senator Durenberoer. Mr. Censoni. 

STATEMENT OF BEN CENSONI, DEPUTY DIRECTOR, BUREAU OP 
COMMUNITY RESIDENTIAL SERVICES, PROGRAM DEVELOP- 
MENT POLICY AND STANDARDS, DEPARTMENT OF MENTAL 
HEALTH, STATE OF MICHIGAN, LANSING, MI; AND CHAIRMAN, 
GOVERNMENTAL AFFAIRS COMMITTEE, NATIONAL ASSOCIA- 
TION OF STATE MENTAL RETARDATION PROGRAM DIRECTORS, 
INC. 

Mr. Censoni. Thank you, Mr. Chairman. 

With the dialog that you had with the administration, which 
some was found interesting and frustrating and funny at times, 
and what is going on here, all I really have left to say is thank you 
for having me today, and I will answer any questions that you may 
have. 

But there were three or four themes I think that have come out 
of the testimony that we probably should keep in mind. And really 
they are the themes that ultimately, if we don't take care of, we 
won't really have true Medicaid reform when it comes to serving 
the people with developmental disabilities 

And the one that has clearly been stated so far a number of 
times, and will be later, is the notion that there is an institutional 
bias. But as a person in a State who works with this program day 
in and day out from the provider end, if you would, it is ifltimately 
clear to me and to my colleagues— and, in fact, that bias does exist 
and it is pervasive — it is still a lot easier for me to institutionalize 
a child at $800, $400 a day than it is to get that kid back home 
with some support with his own famuy. That is a very difficult 
thing to do in terms of Medicaid funding. 

There is a clear disincentive to move to the community because 
thos^^ things that are institutionalized by their very nature are also 
the safest forms of funding. So that when Stat^ go from an ICF/ 
MR from our base, for example, to a waiver base, one of the things 
that they are doing is they are taking a rather secure — you know, 
12, 13 years it comes in like clockwork— set of funding parameters, 
and moving into a community into the community system like a 
home and community-based waiver, where there is no guarantee, 
especially with the elaborance of formulas and requirements and 
other things that you have to meet. There is very little in those 
waivers related to client services and quality. There is a lot about 
cost and balance in terms of numbers, et cetera. 

The system is definitely geared toward dependency building. 
There is no question about that. And, again, you have heard that. 
But if we don't deal with that issue somehow, you cannot really 
have Medicaid reform for developmentaliy unstable people because, 
in fact, to illustrate Dr. Mank's testimony, we have in our State 
8,000 people in something that is called clinic services, and as long 
as we keep those people in clinic services, which is really sort of 
health-related daytime activity kind of thing with transportation, 
we are relatively assured of receiving Medicaid funding. Now that 
is a highly dependency building model; there is no question about 
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I. INTRODOCTION 



My name is Ben Censoni. I am the Director of Community 
Residential Services within the Michigan Department o£ 
Mental Health. In that capacity, I am responsible for 
overseeing the Department's efforts to design and implement 
community-based services for persons with mental illness 
and developmental disabilities across the State. I also 
serve as Chairman of the Governmental Affairs Committee of 
the National Association of State Mental Retardation 
Program Directors (NASMRPD). Today, I appear before the 
Committee as a representative of the Association, although 
in my testimony I will draw extensively on my experiences 
in Michigan. 

The membership of NASMRPD consists of the designated offi- 
cials in the fifty states and territories who are directly 
responsible for the provision of institutional and com- 
munity services to a total of over half a million develop- 
mentally disabled children and adults. According to 
statistics compiled by the University of Illinois at 
Chicago, federal Medicaid payments on behalf of an esti- 
mated 150,000 residents in intermediate care facilities for 
the mentally retarded (ICP/MR) totalled $2.6 billion in FY 
1985. Of this total, an estimated $1.9 billion was 
expended in large public and private institutions, while 
the remaining $700 million was obligated for camnunity- 
based residential services.! additional $930 million 
was claimed by the states for non-institutional services on 
behalf of Title XlX-eligxble clients with mental retar- 
dation or developmental disabilities during FY 1985, 
including reimbursement for acute care and various out- 
patient services. 2 Furthermore, according to the Health 
Care Financing Administration (HCFA), as of September 30, 
1985, over 22,000 recipients with developmental disabili- 
ties were participating in programs financed through 
Medicaid home and community care waivers.^ 



^Braddock, David, Richard Hemp and Ruth Howes, Public 
Expenditures for Mental Retardation and Developmental 
Disabilities m the United States; Analytical Suianary . Monograph 
No. 6, Public Policy Monograph Series, Institute for the Study of 
Developmental Disabilities, University of Illinois at Chicago, 
March, 1985, p. A-7. 

^Braddock, David, Federal Spending for Mental Retrirdation and 
Envelopment a 1 Disabilities , Monograph No. 7, Public Policy 
Monograph Series, Institute for the Study of Develop-nental 
Disabilities, University of Illinois at Chicago, July, 1985, p. 
78. 

^Personal communication with Brian Burwell, Systemetrics, Inc., 
September 3, 1986. 
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Federal Medicaid payments constituted over a third of the 
aggregate revenues received by state MR/DD agencies in FY 
1984 — up from 19.3 percent in FY 1977.4 jt should be 
obvious from these figures that our Association has a vital 
stake in federal Medicaid policy. 

II. MAJOR TRENDS IN PRCX;RAMMING FOR PERSONS WITH DEVELOPMENTAL 
DISABILITIES 

Over the past ten years, we have witnessed a historic shift 
in the states* approach to serving persons with developmen- 
tal disabilities, persons. Instead of incarcerating such 
individuals in large, remote, custodial institutions, the 
states have begun to provide a wide array of community- 
based day and residential programs for them. It is not 
unusual today to find persons who had been in institutions 
for twenty years or more living and working independently, 
or to see children who in past years would have been placed 
in institutions enjoying life with their biological, adop- 
tive or foster feuailies. 

This dreunatic shift is reflected in both the decline in the 
number of persons served in large, state-cperated institu- 
tions (from 166,247 in 1974 to 109.827 in 1984) and in the 
evolving patterns of state expenditures. For example, a 
recent analysis completed by the University of Illinois at 
Chicago revealed that, between FY 1977 and FY 1984, total 
state expenditures on behalf of developmental ly disabled 
persons in community settings increased from $745 million 
to $3.1 billion, or by 316 percent. Of equal importance, 
this trend was evident in almost all states. In fact, 44 
of the 51 jurisdictions studied experienced a real, after 
inflation growth in community outlays over the eight-year 
period. 5 

In FY 1984 appropriations for community services consti- 
tuted 41 percent of the total cimount budgeted for MR/DD 
services by the fifty states (i.e., excluding education and 
vocational rehabilitation), compared to 23 percent in FY 
1977. Furthermore, in 1984 eleven state MR/DD agencies 



^Braddock, et al.. Public Expenditures. . . , Ibid., p. A-7 

^Braddock, David, Richard Hemp, Ruth Howes, Financing Community 
Services in the Dnited States; An Analysis of Trends , Monograph 
No. 13, Public Policy Monograph Series, Institute for the Study 
of Developmental Disabilities, University of Illinois at Chicago, 
May, 1985. 
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spent more than half o£ their annual budgets on community- 
based services — up from two in 1977.^ 

Meanwhile, despite the rapid increase in federal ICF/MR 
expenditures (from $571 million to almost $1.9 billion), 
total federal-state support for institutional services pla- 
teaued over this same period, when measured in non-inflated 
dollars.' Per capita costs of institutional care, however, 
have risen dramatically (from $44.64 in 1977 to $106.43 in 
1984). 3 This reality, combined with the effects of current 
Medicaid policies, is placing many states in the position 
of having to choose between further expansion in community- 
based services or costly improvements in their existing 
institutional facilities. 

Among the other notable trends in policies governing state- 
local services for persons with developmental disabilities 
are: 

I. The expanded availability of special education services . 
The greatly enhanced access to services for school-aged 
handicapped children through the local public schools 
has had a far-reaching impact on the role of state MR/DD 
agencies. Since the passage of the Education for All 
Handicapped Children's Act of 1975 (P.L. 94-142) and 
mandatory state special education statutes, the number 
of children served by state MR/DD agencies has dwindled 
rapidly. As a result, day programs now focus preaomi- 
nantly on post-school aged and, in soire states, pre- 
school aged clients. This shift toward adult services 
has been accentuated by the population bulge associated 
with the "baby boom" generation and the case finding 
impact of expanded special education services. As a 
consequence, most state MR/DD agencies currently face a 
growing backlog of unmet demand for community-based ser- 
vices (both daytime and residential) among young adults 
who have "aged out" of special education system; at the 
same time, pressure to create community alternatives for 
current institutional residents continues to mount. 
Public policy increasingly is trapped between these com- 
peting demands. 



6Braddoc)c, et al.. Public Expenditure?,.. , p, A-ll. 

^Braddock, David and Richard Hemp, Intergovernmental Spending for 
Mental Retardation in the Dnited States; An Analysis of Trends , 
Monograph No. 16, Public Policy Monograph Series, Institute for 
the Study of Developmental Disabilities, University of Illinois 
at Chicago, 1985. 

8Braddoc)c, David, Richard Hemp, Ruth Howes, Public 
Expenditures. . . , Ibid., p. 15-17. 
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2. Improvements in early interventicn services . Using a 
variety cr federal, state and local funding sources, 
many states have begun to patch together a network of 
early intervention services for developmental ly delayed 
and other handicapped infants and preschool-aged 
children. Twenty-one states and the District of 
Colximbia now have laws mandating special education and 
related services for children beginning at age 3 or 
before, while 29 states use a minimum age of 4 to 6.^ 
Earlier this year, the Senate passed a bill (S. 2294) 
which would eimend P.Ij. 94-142 by: (a) requiring all 
states to lower the threshold for mandatory special 
education services to at least age three; and (b) 
establishing a new federal formula grant program to 
stimulate the expansion of early intervention services 
for handicapped infants, ages 0-2* 

Despite the progress that has been made in recent years 
and the growing body of scientific evidence documenting 
the cost-effectiveness of early intervention services, 
few states have a comprehensive^ fully integrated 
system of y identification and intervention on 
behalf of ..^uaxcapped infants and pre-schoolers. Too 
often the consequence of this short-sighted public 
policy is that children go unidentified only to be 
channelled later into costly lifetime care systems. 
The tragedy is that permanent physical and mental han- 
dicaps frequently could have been avoided or signifi- 
cantly ameliorated if prompt, state-of-the-art services 
had been available early in the child's life. 

3. Expanded work opportunities for moderately to severely 
disabled adults in integrated employment settings . 
Many states have begun to place a growing number of 
adults with developmental disabilities, once thought to 
lack the capacity to engage in gainful employment, into 
integrated work settings. While these individuals fre- 
quently require specialized training and ongoing sup- 
port, experience shows that they can be productive 
workers, provided they received the needed training and 
continuing supportive services. This shift in emphasis 
from care-oriented to work-oriented services has pro- 
found implications for the future configuration and 
cost of programming for adults with developmental disa- 
bilities, nationwide. 



^Report of the Senate Labor and Human Resources Committee on the 
"Education of the Handicapped Amendments of 1966** r S. Rept. No. 
99-315, 2nd Session, 99th Congress, dated June 2, 1986. 
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III. THE EFFECTS OF MEDICAID FINANCING ON THE DELIVERY OF 
SERVICES TO PERSONS WITH DEVEI,0? MENTAL DISABILITIES 

There is no doubt that the availability o£ federal Medicaid 
reimbursements has been an absolutely critical factor in 
improving state-local MR/DD services over the past decade. 
As Braddock and others have point out, the sharp increase 
in federal ICF/MR reimbursements that occurred between 1972 
and 1982 war a primary factor in the overall growth of 
state MR/DD budgets during this period. Access to such 
funds not only permitted the states to improve the physical 
environment and staffing of existing state residential cen- 
ters, but it also permitted the states to expand community- 
based alternatives more rapidly than otherwise would have 
been possible. 

In addition, the promulgation of federal ICF/MR standards, 
combined with the real or implied threat of losing federal 
support, has forced state policymakers to upgrade the 
quality of services in public and private residential faci- 
lities for persons with mental retardation. While, as the 
recent round of federal validation surveys revealed, defi- 
ciencies still exist in some facilities, nonetheless signi- 
ficant improvements have occurred in most ICF/MR facilities 
over the past ten years. 

Despite the central role Title XIX funding has played in 
improving the accessibility and quality of state/local ser- 
vices for persons with developmental disabilities, current 
federal Medicaid policy inhibits, in several significant 
ways, the development of a more rational state- local system 
for serving clients with developmental disabilities. Let 
me briefly outline a few of these impediments. 

First, existing law provides the states with powerful 
incentives to place and maintain persons with severe disa - 
bilities in large, multi-purpose long term care institu - 
tions, since the authority to cover various types of 
community-based services remains ^tmbiquous . Historically, 
Medicaid support for long term care services has been con- 
fined largely to care furnished to eligible recipients in 
certified nursing homes. Coverage of ICF/MR services was 
originally designed to extei.d such coverage to eligible 
individuals with mental retardation residing in certified 
public institutions. While subsequently a number of states 
began to certify small coairaunity residences as ICF/MR pro- 
viders in order to meet community placement goals, the 
basic precepts of the program — i.e., a facility-based 
program in which recipients are to receive 24-hour care, 
supervision and services — remained unchanged. 
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In 1981, Congress took a potentially important step toward 
reducing this so-called "institutional bias" of Medicaid 
long term care policy by authorizing the home and community 
care waiver program (Section 2176, p.L. 97-35). However, 
because the Administration has elected to impose more 
stringent restricitons on eligibility than required by the 
statute^O^ the full potential of the Section 2176 waiver 
authority has never been realized. Congress included in 
the FY 1986 reconciliation act (P.L. 99-272) several amend- 
ments designed to correct the most obvious administrative 
excesses of HCFA and 0MB, but did not address the 
underlying problem — i.e., the lack of a reliable, ongoing 
statutory authority to cover non-institutional long term 
care services under state Medicaid plans. 

Recognizing the inherent instability of services financed 
under HCFA/HHS-approved waivers, a few states have been 
claiming federal Medicaid reimbursement for various ele- 
ments of non-institutional LTC services under existing or 
new state plan amendments (e.g., personal care, home 
health, clinic and rehabilitation services). HCFA 
generally has discouraged this practice, ostensibly because 
such services are not medical or remedial in nature but, in 
reality, as a means of containing growth in program 
coverage . 

Thus, while the Administration voices rhetorical support 
for expanding community living opportunities to more citi- 
zens with developmental disabilities^^, current federal 
policies governing Medicaid — the predominant source of 
federal aid for MR/DD services — tend to impede the 
accomplishment of this goal. Therefore, any attempt by 
Congress, to rectify existing problems surrounding the uti- 
lization of Title XIX on behalf of citizens with develop- 
mental disabilities must begin with the establishment of a 
firmer statutory base for supporting non-institutional long 
term care services under state Medicaid plans. 



l"See NASMRPD*s September 13, 1985 testimony on the "Deficit 
ReCiUction Amendments of 1985", before the Senate Finance 
Committee, for a full explanation of the regulatory/ 
administrative restrictions the Administration has imposed on 
waiver coverage. 

i^See, for example, HHS Secretary Otis Bowen's January, 1986 
report to Congress, entitled. Policies for Improving Services for 
Mentally Retarded and Other Developmental ly Disabled persons 
Served Under Title XIX of the Social Security Act . 
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Second, the development^.! orientation of MR/DP servtses 
conflicts with the carci-oriented goals of traditional , 
geriatric nursing home services . Congress recognized this 
distinction when it initially authorized reimbursement for 
ICF/MR services by: (a) defining the purpose of such a 
facility as the provision of health or rehabilitative ser- 
vices for persons with mental retardation or related con- 
ditions; and (b) requiring that a certified facility 
furnish its residents with "active treatment" (Section 
1905(d), Social Security Act). The inclusion of 
"habilitation" in the list of services a state may elect to 
cover under a Section 2176 waiver progreun is another sign 
of Congressional recognition that the aim of LTC services 
for non-elderly recipients with severe disabilities differs 
from parallel service goals for elderly LTC recipients. 
Yet, federal Medicaid policy generally restricts eligibi- 
lity for Title XIX reimbursable LTC services to persons 
needing the level of care provided in a SNF, ICF or ICP/MR 
and limits coverage to medical and remedial services spe- 
cified in a state's Medicaid plan. 

One manifestation of this conflict in goals is HCFA*s 
longstanding regulatory prohibition against claiming 
Medicaid reimbursement for educational or vocational 
training services (42 CFR 441.13(b)). As a result of this 
policy, states are forced to either maintain eligible reci- 
pients with developmental disabilities in what, in many 
instances, are inappropriate non-vocational day activity 
programs or transfer them to vocationally-oriented programs 
where they must be fully supported through state-local 
resources. 

If such clients simply required short term vocational reha- 
bilitation services to ftscilitate the transition to full- 
time, independent employment. Medicaid support would be 
unnecessary; but, experien^^e demonstrates that a signifi- 
cant portion of non-elderly. Medicaid recipients with 
severe disabilities require ongoing support at the job site 
and a sheltered living setting in order to be gainfully 
employed. State vocational rehabilitation agencies are not 
authorized under federal law to provide continual, post- 
employment services and, therefore, such clients are almost 
always rejected as "feasible" candidates for VR services. 
It begs the question to say that someone else should pay 
for the long term support services these clients need when, 
in fact, we know that the result will be to relegate auch 
persons to non-vocational activity progrzuns funded through 
Title XIX — ironically at a significantly greater cost to 
federal and state Medicaid budgets. This results not only 
denies these individuals the dignity and self-worth asso- 
ciated with holding a job, but it also offers no hope of 
offsetting the costs of services by helping them to acquire 
and retain remunerative employment. 



t 
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Last year Congress took a partial step toward correcting 
this existing inequity of Medicaid policy by adding a new 
statutory definition of the term "habilitation services". 
Under this definition, states may request authority to 
cover educational, prevocational and supportive employment 
services to participants in home and community care waiver 
programs, but only if they were previously institutiona- 
lized (Section 9502(a), P.L. 99-272). Prompt Congressional 
action is needed, however, to make this definition appli- 
cable to all DD recipients of Medicaid-funded LTC services 
(including ICF/MR residents and waiver recipients who were 
not institutionalized prior to entering the program). 
Already, HCFA officials are pointing to the limited scope 
of the new definition's coverage as evidence that Congress 
supports an absolute ban on Medicaid payments for educa- 
tionally or vocationally related services to all excluded 
group of recipients!*, we believe this interpretaion is a 
perversion of Congressional intent. 

Third, the present organizational structure of HHS_makes it 
extremely difficult (if not impossible) to develop an3 
carry out a holistic strategy fo^ reconciling Medicaid 
policies with national HR/DD service goals . As noted 
earlier, the Health Care Financing Administration spends 
close to $4 billion annually on Medicaid reimbursable ser- 
vices to recipients with mental retardation/ developmental 
disabilities and, as such, has a pervasive influence on 
state-local policies governing services to this population. 
And yet, there is no identifiable organizational component 
of the agency charged with developing, reviewing and exe- 
cuting Medicaid policy as it impacts on thesi: recipients; 
furthermore, few policy-level officials within the agency 
have had any prior experience in dealing with MH/DD issues. 
As a result, HCFA lacks a coherent set of policy goals 
governing Medicaid-rcimbursable services for recipients 
with mental retardation/developmental disabilities, and a 
well-defined strategy for achieving such goals. 

One example of this lack of a consistent, agency-wide 
policy direction occurred l&te in 1964 when HCFA, after 
Congressional prodding, launched an intensive series of 
direct federal ICF/MR "look behind" surveys. As a result 
of these surveys, a number of states were faced with the 
choice of either spending additional dollars to achieve 
full compliance with federal standards or reducing the 



!^See, for example, HHS*s response to the General Accounting 
Office's recent report, entitled Pinancing Health and Educational 
Services for Handicapped Children , GAO/HRD-86-62BR, July, 1986, 
pp. 28-30. 
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facility's population in order to minimize the costs asso- 
ciated with continued certification. Since any .^dded costs 
related to the maintenance of certification are certain to 
be reflected in higher Medicaid payment rates and, thus, 
high federal-state costs, the rational federal response 
would have been to encourage affected states to use the 
Section 2176 waiver authority to achieve desired depopula- 
tion goals, as an integral part of thmir facility correc- 
tion plans. But, because the waiver program is managed by 
a different HCFA administrative unit than the look behind 
reviews, this option apparently was never seriously con- 
sidered. 

Congress finally intervened and gave the states the option 
of submitting a plan for achieving a phased reduction in 
the population of a non-complying facility over a maximum 
period of 36 months, as the result of amendment added 
during this Committee's mark-up of last year's recon- 
ciliation bill (Section 9516 of COBRA). However, BCFA 
still has not implemented this provision due to conflicting 
statutory language regarding the provision's effective 
date. 

Medicaid is an extremely complex program and, therefore. 
Congress, almost of necessity, must delegate rather broad 
rulemaking powers to the administering agency. It is dif- 
ficult to conceive, however, that an agency like BCFA, with 
a $100 billion budget, could ever modulate its policies to 
the programmatic needs of a specific target population such 
as recipients with mental retardation/ developmental disabi- 
lities in the absence of an organizational focal point for 
such activities within the agency. We, therefore, recom- 
mend that Congress direct the Secretary to establish a unit 
within RCPA to oversee the development and execution of 
agencywide policies as they impact on Medicaid recipients 
with developmental disabilities. 

Finally, like the federal government, many states are not 
properly organized to plan and execute Medicaid_policie8 as 
they impact on the delivery of services to recipients with 
mental retardation/developmental disabilities . In order to 
participate in the Medicaid program, a state, as part of 
its Title XIX plan, must designate a single state agency to 
administer services provided under the plan. At the same 
time, under the statutes of all fifty states, a mental 
retardation and/or developmental disabilities agency is 
designated to operate public institutions and administer 
community-based residential and day services for MR/DO 
clients. Because the statutory responsibilities and opera- 
tional goals of these two units of state government are 
significantly different, problems are often encountered in 
attempting tc reconcile the general statutory aims of the 
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state's Medicaid program with its services goals for citi«- 
zens with mental retardation and other developmental disa- 
bilities. 

Since, to a large extent, a state is permitted to define 
the scope and organizational configurations of its own 
Medicaid program (within the parameters set forth in Title 
XIX of the Act and related federal regulations), any 
attempt to reform Medicaid policy as it impacts on reci- 
pients with developmental disabilities must address 
existing intrastate, as well as national barriers to 
progress. Methods of encouraging or mandating (either 
through federal law or administrative policy) the adoption 
of streamlined organizational structures and/or improved 
interagency cooperation/collaboration need to be explored. 



III. STATE-LEVEL ILLUSTRATIONS OF THE IMPACTT OF CURRENT FEDERAL 
MEDICAID POLICIES 

Let me briefly illustrate a few of the policy dilemmas 
posed by present federal Medicaid policies by referring to 
the situation currently facing Michigan. In FY 1977, our 
State spent $132 million on services to persons with deve- 
lopmental disabilities, only $14.8 million (or approxima- 
tely 11%) of which was devoted to community services. The 
remaJlnder was used to support the operation of twelve state 
institutions housing over 6,000 persons with mental retar- 
dation. 

During the intervening years, we have closed four state 
institutions and are now in the process of closing another. 
7he total number of residents remaining in state facilities 
today is 1,850, which means that we have reduced the popu- 
lation by over 70 percent compared to the 1977 census. 
Meanwhile, our budget for community services has grown by 
almost tenfold (to $142 million) and the number of persons 
served in various types of cocamunity programs has risen 
from 978 in 1977 to over 6,000 today. Currently, Michigan 
has 3,250 iCF/MR-certif ied beds — 1,850 in state institu- 
tions and 1,400 in small, community-based homes. For pur- 
poses of the present discussion, it is important to point 
out that had Michigan elected to retain its 1977 institu- 
tional population in Medicaid-certif ied beds, the addi- 
tional, annualized cost to the federal government (in 1985 
dollars) would have been over $30 million more than our 
current Medicaid ICF/MR receipts. 

Despite Michigan's strong commitment and enviable track 
record in building a viable community service system, we 
find ourselves, at this point, handcuffed by perverse 
incentives that are inherent in Medicaid policy. Let me 
explain. 
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Even though the cost oC comraunity residential services runs 
an average of 40 percent less than institutiona.^ costs, 
every time we cove a client out of one oC our state insti- 
tutions into a comnunity residence, or divert an individual 
from placement in an institution, the cost in state dollars 
to Michigan is approximately $4,500 annually. Why? 
Because we receive 56 percent Medicaid reimbursement on 
behalf of institutional residents, cosnpared to minimal 
federal assistance on behalf of clients in our non-ICF/HR 
community programs. 

Prior to Snptember, 1985, the disincentive effect of 
tf^dlcaid's institutional bias was partially offset by the 
fact that the State had a Medicaid "freedom of choice" 
waiver covering community-based day services for mentally 
ill and developmental ly disabled recipients. However, HCFA 
refused to renew this waiver program, because: (a! the 
program was deemed not to be cost-effective according to 
HCPA*s calculation; and (b) HCFA officials said they had 
erred in permitting certain coverages under the original 
waiver. 

To offset the loss of the waiver^ Michignn certified an 
additional 900 community ICF/MR beds — despite our reser- 
vations about the long term efficacy of this approach. 
Furthermore, most of our n^w residential development over 
the next two years will be concentrated in community ICF/HR 
facilities; as a result, we expect to have 1,500 more 
ICF/MR beds on line by th<i close of PY 1987, plus about 300 
beds per year will be added to this total in each suc- 
ceeding fiscal year. The added ICF/MR cost to the fedej ll 
government by the close of FY 1987 will be approximately 
$35.6 million, or considerably more than the cost of waive: 
services last fiscal year. 

Additionally, we have qualified approximately 8,000 adults 
with developMiental disabilities for clinic services under 
our state Medicaid plan. The majority of the costs asso- 
ciated with this population are reimbursed by Medicaid as 
long as the service components are not vocationally 
oriented. Since the State cannot afford to lose these 
revenues, we are forced to maintain eligible recipients in 
a dependency-oriented program, even though it is clear that 
a significant number of them could benefit from supported 
employment services. 

Michigan is certainly not the only state whose choices are 
being perversely influenced by existing Medicaid policie.^ 
Therefore, if I could leave one message with the 
Subcommittee, it would be this: failure to grant the 
states increased flexibility in marTaging Medicaid long 
term care funds will result in Increased federal costs^ 
not cost containment. Unfortunately, it also will mean 
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that we will be able to offer services to fewer eligible 
recipients in settings which foster continued dependency, 
rather than integration into the mainstream of society. 

IV. PRINCIPLES FOR REFORMULATING MEDICAID POLICIES AFFECTING 

MR/DD recipie:jts 

Let ne close by offering a list of several general prin- 
ciples which we hope Congress will observe in any attempt 
to restructure federal Medicaid policies as they impact on 
recipients with developmental disabilities: 

1 . Federal/ state and local governments must share the 
responsibility for assuring that every American with 
disabilities has access to basic education, rehabilT- 
tation, and habilitation services in a setting most 
conducive to his or her growth and development . The 
type, scope and length of services provided by govern- 
ment must vary according to the individual's needs. In 
the case of certain persons with severe disabilities — 
including many individuals disabled since birth or 
early childhood — the need for such assistance is 
likely to continue for the remainder of their lives. 
The goal of all services must be to help the individaal 
with disabilities achieve the maximum degree of self- 
sufficiency he or she is capable of attaining. While 
the prudent use of available tax resources must be a 
primary consideration in organizing and delivering ser- 
vices to persons with severe disabilities, the needs of 
each individual, rather than the short run fiscal con- 
sequences, should determine the type of services he or 
she receives, as well as the setting in which they are 
provided. 

2. Federal policies should not be allowed to impede , 
however inadvertently, the flexibility of stat'e~qovern - 
ments to use federal revenues in accordance with a 
comprehensive, long-range strategy for delivering ser - 
vices to persons with mental retardation and other 
developmental disabilitie sT Historicdlly, the states 
have assumed primary responsibility for the delivery of 
publicly-supported services to persons with mental 
retardation. The growing involvement of other levels 
of government — especially the federal government — 
during the 1960 *s and 1970 's has greatly enhanced the 
quality and accessibility of services to this target 
population. However, this trend has also spawned a new 
set of problems, including added costs and rigidities 
associated with overly prescriptive federal laws and 
regulations; but, the elimination of non-productive 
federal statutory and regulatory constraints should not 
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be used as an excuse for withdrawal o£ federal aid, as 
repeatedly proposed by the Reagan Administration in its 
Dlans to cap federal participation in Medicaid costs. 
Nor, is it possible for the federal government to 
fulfill its partnership responsibilities without 
evolving an effective means of reconciling cross- 
program^dif ferences in policies which impede state 
governments' capacity to develop and implement compre- 
hensive services for their citizens with developmental 
disabilities. 

3. Both federal and state policies should encourage the 
development of a pluralistic system of service alter- 
natives which are talTored to the Individual needs of 
various sub-groups of clients with mental retardation/ 
developmental disabilities^ If there xs one overriding 
lesson to be learned £rom past failures in public 
policy, it is that no single living or programming 
setting is right for all persons with developmental 
disabilities, given the wide variation in the ages, 
functional capacities and limitations of the affected 
target population. Therefore, as states attempt to 
rectify their past over-reliance on large, isolated 
public institutions, both federal and state policy 
should attempt to stimulate a balanced continuum of 
residential and programming alternatives (e.g., group 
homes; apartment units; specialized foster family 
homes; in-home support services; respite care, etc.) 
for citizens with developmental disabilities. 
Similarly, in the area of daytime habilitative cer- 
vices, the emphasis should be on providing a broad 
range of programming options (infant stimulation and 
early invention services; school-based programs; adult 
activities services; sheltered workshops; on-the-job 
training, supported employment, etc.). The overall 
goal of federal and state policy, therefore, should be 
to create a service system which: (a) uses finite tax 
resources in the most efficient and economical manner; 
(b^ facilitates the movement of clients to more 
appropriate settings, as their needs change; (c) avoids 
having public policy become the captive of any single 
provider interest group; and (d) enables and encourages 
persons with disabilities to become more self-reliant. 

4. States should be encouraged by federal policy to 
establish a continuum of financing mechanisms and reim- 
bursement schedules appropriate to the alternative 
forms of programming they offer for persons with men - 
tal retardation and other developmental disabili-ties . 
In order to accomplish this objective, it will be 
necessary to eliminate federal disincentives to the 
development of appropriate service alternatives as 
well as built-in incentives to use high-cost settings. 
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The addition by Congress of the Medicaid community care 
waiver authority, permitting the Secretary of Health 
and Human Services to approve state requests to fund 
non-institutional long term care services for certain 
Title XlX-eligible recipients, was clearly a step in 
the right direction. However, experience with the 
waiver program to date simply underscores the need for 
permanent statutory authority to cover home and com- 
munity care services under state Medicaid plans. 

5 . Families should be encouraged to maintain their 
children with developmental disabilities at home, when- 
ever possible . Explicit federal and state policies 
should be aimed at minimizing the excessive financial 
and emotional burden of raising a child with severe 
disabilities, through the selective use of cash sub- 
sidies, tax V ^edits/deductions and supportive services 
to families ol such youngsters. The long range savings 
fully warrant the adoption of such policies, whether 
one measures costs in economic or social terms. 

6. States should be encouraged to develop systemwide mana- 
gement structures capable of assuring the effective 
and efficient delivery of services to clients with 
raental retardation and other developmental disablili- 
ties. Federal policyshould not ixapt^de efforts by the 
states to develop an integrated approach to organizing 
and delivering services, establishing payment rates and 
assuring quality, which cuts across specific federal 
funding streams. Over the past two decades, many sta- 
tes have instituted a county or regional system through 
which a comprehensive array of day and residential ser- 
vices are delivered to persons with mental retardation 
and other developmental disabilities. In addition, 
considerable effort has been directed toward 
establishing systemwide management reforms to increase 
the capacity of state/ local administrators to deliver 
MR/DD services efficiently and economically <e.g., the 
development of computerized management information 
systems and improvements in case management services). 

In recent years, however, the fragmented manner in 
which federal support is distributed has served as an 
impediment to the development of a rational, systemwide 
management strategy within a state. 

****** * 

On behalf of the Association, I want to express to the Committee 
my gratitude for this opportunity to offer the organization's 
views on this critical area of federal policy. If we can be of 
further assistance as the Committee pursues possible legislative 
solutions, I hope you will call on us. 
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STATEMENT OP JAMES D. TOEWS, ASSISTANT ADMINISTRATOR, 
OREGON DEVELOPMENTAL DISABILITIES PROGRAM OFFICE, 
SALEM, OR 

Mr. ToEWS. Mr. Chairman and members of the committee, as a 
policy matter in the State of Oregon, both the legislative and exec- 
utive branches of government strongly support the notion that all 
persons with developmental disabilities, regardless of the level of 
impairment, should have the opportunity to live and work and 
recreate in typical family, neighhiorhood, and community settings. 
And that is the clear policy goal, both in statute and in regulations, 
in our State. But we have a long way to go. 

We still have one of the larger institutions in the country, a 
1,100 bed institution. By the end of this 4-year period we will have 
moved about 500 people out, and we are continuing to expand serv- 
ices in the community for people to avoid the need for them to 
have to be deinstitutionalized. 

But I have to say that we are continually frustrated by the policy 
kinds of contradictions and the regulatory contradictions that the 
Federal Government keeps putting in our way. 

And I want to give a few examples of that. I want to focus on 
some specific kinds of things. 

For example, we are working currently with a group of families 
whose children are in State institutions, and they are very, very re- 
ceptive to the notion of taking their children back home to live 
with the family if we can put together a package of support serv- 
ices for those families. They resorted to institutional care simply 
because there was no other alternative. 

Now in a couple of these cases, some of these families with chil- 
dren were very profound and multiple handicapped have said, 
these are the kinds of things we would need to allow our child to 
Jive at home with us. 

In one particular instance, the family said that they needed res- 
pite care 1 day a week because their child is very multiply and 
very profoundly handicapped. 

We are in the process of amending our waiver to allow ourselves 
io pay for those kinds of family support services, and respite care 
and those types of things, but we were promptly informed by our 
regional office, based on instructions from the central office, that 
under the waiver we could pay for respite care services no more 
than 30 days^ a year. So in that kind of configuration we would 
have to tell his family, we cannot meet your request to provide res- 
pite care 1 day a week because the Federal Government will not 
allow that as a reimbursable cost, when, in fact, by the family 
taking that child home from the institution, the cost of care will bie 
cut by nearly two-thirds. That is the kind of barrier we face day in 
and day out in implementing community based services for this 
population. 

There are many other barriers we face. We face the barrier of 
double funding when we convert from an institutional to a commu- 
nity based system. In a sense, you have to double fund the system 
for a period of time. Fixed cost remain in the institution; conver- 
sion cost — startup cost — are needed in community programs. 
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Now on top of that, we have the continued pressure to both im- 
prove and expand services in our institutional programs as well. 

Several years ago because of threatened decertification in our 
State institutions, we pumped in another $14 million in our large 
institution. At this time, the U.S. Department of Justice would like 
us to sign a consent decree that would add another $22 million a 
year to our State institution, when, as a policy matter, our State 
hasn't really decided we want to dismantle institutional services. 

Furthermore, in new proposed regulations from HCFA, the 
whole scope of active treatment in institutional settings is being ex- 
panded. And as Ben, my colleague, indicated, the full panoply of 
active treatment services are not necessarily needed by all the indi- 
viduals. Everybody gets painted by the same broad brush, and they 
receive those services whether they need them or not. 

And, in fact, our experience has shown that the ability to place 
somebody in a small community setting is not a function of the 
prior training they have received. It is a function of how we can 
creatively design and fund the community service system to meet 
that individual'o unique needs. 

Finally, there are many other issues that I could get into, but the 
recommendation I would make is that we absolutely have to 
remove the institutional bias in the Medicaid Program. That is the 
first criteria. We need to assist States with the dilemma of double 
funding that occurs. 

Finally, I would say with the Medicaid and the waiver program, 
what we face is a very onerous process of regulatory control that is 
process oriented. It is not outcome oriented. And I think as we look 
at reform in the system, we need to articulate what the outcomes 
are going to be, and then look at how we design and fund services 
to achieve those outeomes. And that the monitoring for quality of 
care and that type of thing be based on outeome and not on a lot of 
regulatory process kinds of issues. 

Thank you very much. 

Senator Durenberger. Thank you very much. 

[The prepared written statement of Mr. Toews follows:] 
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INTRODUCTION 

Hy name is James David Toews, As Assistant Administrator of the Mental 
Health division of the Oregon Department of Human Resources, I direct the 
Office of Programs for Developmental Disebilities. Tnis office, with a 
biennial budget of o"er ?150 million, oversees all community- based 
programs in Oregon serving over 7,000 persons with developmental 
disabilities and their families* These programs include community 
residential services, sheltered workshops, day activity centers, 
supported work, early intervention, parent training, case management, 
family support, and services to i„240 persons residing in state-operated 
institutional settings* 

BACKGROUND 

The state of Oregon has adopted a clear policy direction regarding 

1 
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services to its citizens with developmental disabilities. Legislation 
adopted in 1981 specifies that the primary system of care and training 
for all persons with mental retardation and developmental disabilities 
shall be located 4n community settings. This legislation further 
requires that the state: 

0 Develop biennial plans to reduce the number of persons served in 
state institutions; 

0 Propose biennial plans to develop community services to accomodate 
all persons coming out of state institutions, and to further 
prevent unnecessary institutionalization of persons with 
developmental disabilities; 

0 Plan the location of services for these individuals in proximity 
to family, friends and home communities; and 

0 Consult closely with families in the design and location of 
cofflijunity services for the disabled family member. 

In 1985, the Oregon Legislature reaffirmed this policy direction by 
adopting additional legislation specifying that: 

c All community services shall be designed in a manner that enhances 
the "independence," "productivity," and "integration" of persons 
with developmental disabilities receiving those services 
(definitions for these terms were taken nearly verbatim from the 
Federal Developmental Disabilities Act); and 
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0 AH persons with developmental disabilities receiving conmunlty 
services shall be assessed annually to measure the degree to which 
their "Independence," "productivity," and "Integration" has been 
maintained or Increased as a result of receiving those services. 
These data are to be aggregated, analyzed, and published for 
biennial legislative review and public Inspection, 

Since 1970, the Institutional population In Oregon has decreased from 
2,847 to 1,240. During this time two of three large state Institutions 
have been closed, and community services (vocational, residential, early 
Intervention, etc.) have been developed for over 2,900 persons with 
developmental disabilities. 

6y the end of this blennlum (1985-87), community services will have been 
developed to decrease the population In Oregon's large remaining 
institution by another 375 persons. Planning Is already underway to 
continue this institutional phase-down in subsequent blennia. 

Population and fiscal trends associated with Oregon's Institutional 
phase-down and comrrtun^ty service development are displayed in attached 
Figures 1.1 to 1.4. Since 1975, the investment in Oregon in the growth 
of home and community-based services has increased from $4 million to 
?65.7 million, reflecting a 1,600?^ increase. It is particularly 
noteworthy that this growth has continued in a time period when Oregon's 
econon^y has suffered a severe and chronic downturn. 

ISSUES/PROBLEMS 

Despite Oregon's commitment to dramatically decrease its institutional 
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population In favor of home and community-based services, the actual 
planning and funding of these services have been frustrated at many 
levels by federal policy, regulatory and administrative contradictions. 
Exanples of these contradictions are: 

0 The ICF/MR and Home and Community-Based Waiver Programs are 
anomalies within the overall Medicaid program whose Intended 
purpose Is the provision of medical services to needy Americans, 
As such the funding of services for people with developmental 
disabilities Is badly skewed toward an institutional and medical 
bias that sharply contradicts the developmental orientation of the 
developmental disabilities service system. Additionally, 
administrators of the Medicaid program lack the expertise and 
philosophical commitment to assist states to move toward home and 
community-Dased service systems that reflect a developmental 
value-base. 

0 The renewed vigor of the Health Care Financing Administraton to 
"up the ante" in enforcement of ICF/HR regulations, and expanding 
the scope of those regulations in new proposed rules, is and will 
have a detrimental effect on the overall field of developmental 
disabilities. The net result of these efforts is the massive 
infusion of new resources into institutional environments, coming 
at a, time when many states, like Oregon, are attempting to 
dismantle institutional services. 

0 In Oregon, the average daily cost per person for instituional 
services has accelerated from 551.25 to $96.82 since 1979. This 
expanded Investment in Institutional care has resulted almost 
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excluslvsly from Fedeta] regulatory activity. Adding new dollars 
to the institution compounds the fiscal burden ztates already face 
in transitioning services from institutional to coninunity 
settings. The trans itio:i process requires a time period of 
"double-funding" during which insitutional fixed costs are still 
unavoidable, but vast new resources must be expended tor start-up 
of new community services (e.g., acquisition, modification and 
furnishing of community homes, staff hiring and training, etc.) 
In a state like Oregon, already saddled with a poor econoniy, this 
excessive layering of old and new costs makes the transition 
process extremely difficult. 

0 The Civil Rights Division of the U.S. Department of Justice, 
responsible for implementation of the "Civil Rights of 
Institutionalized Persons Act," (CRIPA), is pursuing a simila- y 
misguided policy direction of forcing vast new expenditures in 
institutional programs. The Division has recently filed suit 
against Oregon demanding the massive infusion of new staff into 
our large remaining institution at a cost of >522 million 
additional a year. This again cor.ipounds the "double-funding" 
dilemna described above. 

0 Federal pressures to increase institutional spending, coupled with 
the "double-funding" faced by states choosing to reduce 
institutional populations by developing new community services, 
exacerbate another serious problem. Oregon, like many other 
states, has large numbers of disabled persons living at home with 
their parents receiving no services or support. This waiting list 
of unserved persons is fueled each year by hundreds of severely 
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handicapped children graduating from public school needing 
vocational services and support. With funding tied up in 
institutions, or in the effort to downsize insitutions, waiting 
lists of unserved persons will grow unabated, creating even more 
pressures to institutionalize these individuals, thereby creating 
and expanding a vicious cycle, 

0 One of the enduring niyths perpetuated by Federal bureaucracies and 
many professionals in states as well is that the requirement and 
provision of "active treatment" to institutionalized persons with 
developmental disabilities will expedite their movement into home 
and conwunity-based services. Active treatment requirements in 
Federal ICF/MR regulations call for training, habilitation and 
healnh-related services to disabled persons which will facilitate 
their move toward greater independent functioning. 

Professionals do not debate the fact that active treatment 
requirements in ICF/MR regulations have significantly inproved the 
quality of institutional care over the past 10 years. However, 
the question remains whether "active treatment" is a precondition 
for successful movement of institutionalized persons into 
community programs. Our experience tells us that it is not. The 
full panoply of active treatment requirements paint all 
institutionalized residents with the same broad brush. Services 
must be provided whether they are individually needed or not. 
Additionally, many of the active treatment requirements bear no 
relevance to preparing residents to udapt to conwunity living. 
And the training requirements that are relevant can just as easily 
be met in small, community-based programs. Institutionalized 
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persons need not be trained or "made ready" for conwunity 
placement. Successful Integration of a disabled person Into a 
cocinunlty setting Is not a function of the degree of that person's 
prior training. Neither is it a function of that person's level 
or characteristics of disability. Rather, successful cosinunity 
placement is a function of the manner in which coninunity services 
are designed and funded to meet the unique needs of each disabled 
person served. We now know that the service technology is 
available to serve all persons with developmental disabilities in 
comTJunity settings (regardless of level of disability, 
multiple-handicapping conditions, behavioral disturbances, etc.). 
And based on demonstration, we also know all such persons will 
benefit from community services. The remaining question, 
therefore, is how states can fund and replicate service technology 
broadly enough to transition all institutionalized persons into 
small community programs. 

Based on the assuR^tions above, it can be argued that states 
proceeding to dismantle institutional services be ,al lowed to 
prioritize spending in development of community programs as 
opposed to the provision of •*fuir active treatment to 
institutionalized persons for whom placement in the commun is 
planned within reasonable time frames. 

The Home and Community-Based Waiver has been heralded as the answer to 
the institutional and medical bias of Title XIX requirements in the 
ItF/HK Program. Although the waiver program represents a significant 
philosophical connltment on the part of Congress, and although Congress 
has reaffirmed this conraitment in the recent COBRA amendments, the Waiver 
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Progran still has not lived up to Its originally Intended promise. 
Reasons Include: 

0 The number of people el le for walvered services Is a function 
of the nuinber of ICF/KR beds In a given state rather than 
Identified Individual needs. 

0 The "annual undupHcated number of Individuals served" Is one of 
the basic calculations of the waiver formula. However^ this Is a 
derived projection and one which bears little resemblance to state 
budgeting or typical service funding. 

0 Although states are supposed to be able to design their array of 
services under the waiver, flexiDlllty has become an onerous task 
of justifying every variation. 

0 Even with tate assurances of quality and cost-effectiveness, 
stater* are requested to provide an Inordinate amount of detail 
about every step of the process. 

0 The administrative and fiscal reporting systems not only require 
new ways of collecting data, but also far exceed the requirements 
Imposed on the long-term care system. A new breed of waiver 
specialists has been born just to deal with these systems. 

0 The waiver is "process" rather than "outcofiVe" oriented. 

0 The odds of waiver approval depend on when the request was 
submitted and in which federal region the state resides. Federal 
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responses vary greatly between regions and the rules keep 
•evolving" without regard for statute or regulation. (COBRA 
asjendroents helped somewhat » but' there are still major problems 
with federal interpretations.) 

0 Because of the inconsistency with the federal government's 
response to waivers, states are concerned with the stability of 
future funding. Although the Administration espouses support, it 
continues to constrain statss' efforts to expand the program. 

SUMMARY CftWENTS AND RECUt^ENOATIOHS 

In Oregon we believe that the following principles should guide the 
Congress and the Administration in deliberations on the future funding 
and design of services for persons with developmental disabilities and 
their families: 

0 All persons with developmental disabilities, regardless of the 
level or ch£racteristK':s of their disability, can clearly benefit 
frou community- based services. 

0 The array of conniunity services should include: 

0 In-home support services to assist families in maintaining 
*neir handicapped children in the natural home. 

0 Early intervention services to prevent or aoel lorate the 
initial effects of handicapping conditions in infants and young 
children of pre-school ages. 
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0 Community residential programs In configurations absolutely no 
larger than family size, 

0 Voc*' ional training and employment services that will allow 
even persons with severe handicaps to work In Integrated 
workplaces with necessary support and ongoing supervision. 

0 Intensive Case Management to assure that community services 
respond perscrlptlvely to Individual and family needs. 

0 The failure to serve certain types of Individuals In cctmwnlty 
programs- (e.g.» profoundly retarded, multiply handicapped, 
behavioral ly disturbed, etc.) Is the result of either Inadquate 
funding or the underutlllzatlon of existing service technology. 
As such tnis failure cannot be justified by saying that certain 
disability characteristics preclude an Individual's potential to 
live and be served In community settings. 

0 The planning and Implementation of community services for persons 
with developmental disabilities must occur In close cooperation 
with their families. And despite the fact that 
deinstitutionalization efforts often face stiff parental 
opposition, the track record shows that families will 
overwhelmingly support appropriate community services once they 
are In place. 

In accordance with the above stated principles, we believe that Congress 
and the Administration should proactlvely adopt a policy and fiscal 
direction encouraging and supporting states to phase-down large 
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congregate care services. States should be given technical assistance 
and fiscal incentives to develop and expand an array of small community 
programs that are responsive to individual and family needs. Specific 
recommendations include: 

0 Assigning administration of the ICF/MR and Home and 
Comnunity-Based Waiver portions of Medicaid to a Federal agency 
whose primary focus is services to the DD population. 

0 Passing a version of the Community and Family Living Amendments 
along basic philosophical lines expressed in S.873 and H.R. 2902. 

0 Expressing clear Congressional intent that Federal agencies 
negotiate with states as equal partners in converting service 
systenis to a cormunity base, assuring that the rigid, 
overregulated, overperscriptive, and inflexible strategies that 
have characterized Federal implementation of the waiver program 
are not repeated. 

0 Easing the transfer of resources from institutional to community 
service settings by allowing a relaxation of rigid "active 
treatment" requirements in ICFMs when ^uch facilities are 
targeted for phase-down within reasonable timelines. This should 
include a negotiated process between Federal agencies and states 
to maintain adequate staffing and resource levels in an 
institution to assure the residents' basic health, safety and 
protection in the tine period preceeding their relocation to 
comnunity programs. 
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0 Assisting states with start-up grants to mitigate the fiscal 
hardships of "double-funding" involved in converting from 
institutional to community-based programs* 

0 Allowing states broad flexibility in designing and funding an 
array of comnunity services in exchange for a federal cap of 
long-term care funds for the DD population tied to indexing based 
on population growth and cost of living adjustments, 

0 Specifying a negotiated process between Federal agencies and 
states to research and document quclity of life outcomes involved 
in converting from institutional to individual and family-based 
community services (e.g., along the lines of Temple University's 
longitudinal study of the impact of phasing-down Pennhurst, etc.) 

Overall reform in the funding and design of services for DD perso?is 
needing long-term care and support is desperately needed. Urgent action, 
clear policy direction, and courageous leadership is required of Corjress 
and Federal Agencies to assist states in this endeavor. 

Thank you for the opportunity to testify on these i:sues. 
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Figure 1.3 
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Figure 1.4 
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Senator Durenberger. Mr. Skamulis. 



STATEMENT OF EDWARD' R .SKARNULIS, PH.D., DIRECTOR 
MENTAL RETARDATION DIVISION, DEPARTMENT FOR HUMAS 
RESOURCES, STATE OF MINNESOTA, ST. PAUL, MN 

Dr. Skarnuus. Thank you, Senator Durenberger, and members 
of the Subcommittee on Health. I am pleased to have this opportu- 
nity to testify on behalf of the Department of Human Services in 
the State of^ Minnesota regarding Medicaid finances for children 
and adults with developmental disabilities. 

As you know. Senator Durenberger, Minnesota has a long history 
of involvement in this program. According to a recent study com- 
missioned by Lewin and Associates, Minnesota has one-eighth of all 
of the IC!F/MR facUities in the Nation. . 

Our written testimony which you have received contains a varie- 
ty of facts and figures about our use of Medicaid that we hope will 
be of some assistance to this subcommittee and perhaps some other 
States as well. 

What I would like to do in my brief oral testimony is talk about 
real live human beings who illustrate the points that were made in 
the testimony we submitted. 

There is a couple whose names are Dean and Tina Barr, who live 
about a mile firom me in Scandia, MN who called on me a few 
weeks ago. I suppose because I am the State director of Mental Re- 
tardation Services they thought I might be of some help to them. 
Their son, Jason, fell into a backyard swimming pool April 10 and 
was not discovered for 10 to 15 minutes. He has all the medical 
labels that would normally classify him as among the most handi- 
capped children in any of our institutions. He doesn't walk, he 
doesn't talk, he doesn't seem to be able to track movements with 
his eyes, he doesn't seem to respond to his environment at aHl. 

Dean is a CPA in St. Paul who has been struggling to get 
through the anguish of what has happened to his adoptive son. He 
and his wife, Tina, are trying to find the strength to support each 
other and keep the family intact. And while they are doing this, 
they are trying to reach out for services for their child. They are 
ineligible for many progranui, however, because their family 
income is too high. 

Now if they want to place their son outside the home, their 
family income is not a problem. But to keep hdm at home, which is 
what they want to do, tney will have to wait until there is an open- 
ing in Minnesota's Home and Community Based Waiver Program. 
Based on current allocations that we have, that eligibility is unlike- 
ly for at least the next year and maybe 2 or 3 yeai's. 

A friend of mine, Roger Deneen, is executive director of a 46-bed 
ICF/MR in Wayzata, MN. Roger has attended about every confer- 
ence on mental retardation that he can attend. He has talked with 
parents of the people he is serving. Every time we had visiting con- 
sultants in the State, he picked their brains and concluded, correct^ 
ly I believe, that a more normal integrated residential alternative 
for each of the people he serves is not only possible but preferable 
in 1986. 
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Unlike other institutional providers who seem to be devoting 
their energies to resisting closure, Roger, has been given a directive 
by his board to move as quickly as possible to closure of the 46-bed 
residence. 

They are struggling— his board is— to find alternative funding 
for those 46 human beings. They want those people to live in ordi- 
nary housing, preferably housing which even the most severely 
handicapped person can eventuaUy own, in typical neighborhoods 
throughout the Minneapolis area. There is no funding mechanism 
available at this time to allow his board to close that small institu- 
tion and absorb the mterim operating costs which would be neces- 
sary, or to accommodate the cost of finding alternative uses for the 
building, let alone find the alternative sources of funding such as 
the community care waiver for those people to move into. 

My daughter works in a day program for adults in Minneapolis. I 
would like to say that it is a real work program of the sort that 
David Mank talked about, but under Medicaid that sort of real 
work is discouraged. She was out last Wednesday with a young 
man from a nursing home, a 35-year-old man, and this was the 
first time he had ever been in a grocery store, the first time he had 
ever seen cantelope and zucchini and all sorts of thicks, and he 
was excited beyond belief. 

Unfortunately, he cannot live in the community, not because we 
couldn't provide 'ihe service, but because the waiver formula de- 
pends on cost sa'/ings which are not possible with people who are 
in low-cost nursing home facilities. 

In summary, I want to say that Medicaid needs^ to give States 
freedom to allow for more normal living and working and leisure 
time alternatives. That must be done in a value framework that as- 
sures integration, but is not so prescriptive or symplistic that it as- 
sumes that all people require certain levels of cost which ignore a 
basic strength of the family and neighborhood to support the 
person. 

Thank you. 

[The prepared written statement of Dr. Skarnulis follows:] 




221 



STATEMENT SUBMITTED TO THE UNITED STATES 
COMMITTEE ON FINANCE, SUBCOMMITTEE ON HEALTH 

REGARDING 
MEDICAID FINANCED SERVICES FOR CHILDREN 
AND ADULTS WITH DEVELOPMENTAL DISABILITIES 
(SEPTEMBER 19, 1986 HEARING) 
BY 

DEPARTMENT OF HUMAN SERVICES 
STATE OF MINNESOTA 



Edward R. Skarnulis, Ph.D. 
Director, Division for Mental Retardation Services 
4th Floor, Centennial Building 
St. Paul, MN 55155 
(612) 296-2160 



227 



ERIC 



222 



I. INTRODUCTION 

Over the past decade^ Minnesota has been in the forefront of Innovative efforts 
to provide di^ified care and habilitative services for persons with mental 
retardation. In addition to traditional ICF/MR residential Services, the state 
supports a variety of community-based services including semi-independent 
living services (SILS), family subsidies, day habilitation programs, home and 
community-based waivered services, and various work and educational 
programs. 

Minnesota was One of the xirst states in the nation to use the Medicaid ICF/MR 
program as part of an aggressive plan to deinstitutionalize persons with mental 
retardation and to create community-based residential and service alternatives. 
During the 1960's, over 6,000 mentally retarded persons lived in Minnesota's 
state hospitals (regional treatment centers). By 1977, Minnesota had developed 
121 ICFs/MR compared to less than five per state in the rest of the nation. 
In the summer of 1986, the regional treatment center population was under 
1800. A consent decree emanating from the case known as Welsch v. Levine, 
No. 4-72-451 (September 15, 1980), required further reduction in regional 
treatment center populations. To meet this mandate, the legislature stressed 
transferring regional treatment center residents to ICFs/MR and encouraged 
development of new ICFs/MR. 

Although the population of regional treatment centers in Ailnnesota continues 
to decline, the total number of persons with mental retardation in long-term 
residential care settings, both in regional treatment centers and in the 
community, has increased steadily in recent years. In 1978 the average 
population in treatment centers and community facilities was approximately 
6300. By June 1985 it had increased to more than 7,100. The per capita 
(per 100,000 persons) utilization of regional treatment center and 
community-based ICF/MR beds In Minnesota has steadily Increased from 
146.9 in 1977 to 178 in 1985. 

Minnesota continues to be one of the highest state users of ICF/MR services 
in the nation. In fact one-eighth of all the ICFs/MR in the nation are in 
Minnesota. Minnesota has more ICF/MR beds owned by for-profit providers 
than any other state. By the end of 1985, there were approximately 338 
community facilities in Minnesota, certified to serve 5,418 clilldren and adults. 
In addition, the seven regional center*s beds were certified to serve 2,108 
persons with mental retardation. 

The cost of these programs is high. In 1982 total state expenditures on services 
for persons with mental retardation (including state institutions but excluding 
public schools) totaled over $175 million. In 1987 the estimated Medicaid 
costs for the ICF/MR and Developmental Achievement Center (DAC) program 
services alone are over $228.8 million. This is a function both of high 
utilization of ICF/MR services (Minnesota continues to lead the country in 
that regard) and high rates of reimbursement. 

By 1983 there was growing evidence that the state had relied too heavily 
on the ICFs/MR for the care of persons with mental retardation. The 
development of new community ICF/MR beds had already passed the 1987 
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goals outlined in the Department of Human Services Six Year Plan. Staft 
of the Department of Human Services, the Department of Health, and ICF/MR 
providers estimated tUt 10 to 20 percent (500-1000) community clients should 
be moved to other more independent settings. During this same period, the 
Governor's Planning Council on Developmental Disabilities also took a look 
at policy alternatives for serving persons with developmental disabilities during 
the 1980's and published their findings In Developmental Disabilities and Public 
Pol icy t a Review for Pol Icy- Makers (January 1983). This report stressed 
the need to develop alternatives to ICF/MR care, but recognized that the 
development of service alternatives Is directly linked to the availability of 
state and federal funding. As a means of addressing this problem, the Council 
and the Legislative Auditor recommended that the state apply for a waiver 
under section 2176 of the federal Omnibus Budget Reconciliation Act of 1981. 
The waiver would enable Minnesota to receive the same rate of federal 
financial participation for providing an array of less costly home and 
community-based services as the rate for ICF/MR services, as long as the 
persons served would otherwise require placement in an ICF/MR. 

These recommendations were debated hy the 1983 Legislature which then 
passed Chapter 312 of Laws of Minnesota, 1983 which authorized the 
Commissioner of Human Services to apply for a Title XIX waiver to provide 
home and community-based services to persons with mental retardation and 
to promulgate emergency «*nd permanent rules to implement the waiver. 
A moratorium on devclopmt.it of community-based ICF/MR beds was included 
in this legislation. 

The policy consensus at both the federal and state level was that limited 
resources must be targeted to an array of services if we were to provide 
quality care for persons with mental retardation in the least restrictive 
environment consistent with their care needs. If a state wants to encourage 
an array of services to best meet the needs of the persons with mental 
retardation, public investments must be carefully targeted to achieve maximum 
benefit to the clients within the constraints imposed by limited resources. 



Minnesota is obviously well qualified to reflect on the strengths and weaknesses 
of Medicaid. Without Medicaid we would not have the level of services 
available in our state for people with developmental disabilities and their 
families. As Rutherford Tumbull, immediate past president of the American 
Association on Mental Deficiency (A AMD), pointed out in his presidential 
address (Denver, 1986): "Money reflects policy and policy drives money." 
We are well aware that the attention this population receives is at least In 
part related to the economic Impact of their service delivery system. We 
are also aware of some paradoxes. For example, we have learned that less 
expensive alternatives may not be less desirable ones. Our state's strategy 
In 1983 was one of moving people from state institutions, to community 
ICFs/MR to more independent or homelike waiver settings (a "continuum" 
approach). In the past two years we have seen that such an approach is not 
necessary. Sixty children and adults of the 209 moved from our regional 
centers last year, have moved directly from the regional centers Into waiver 
settings. A January report of client movement analysis in the institutions 
indicates that at least 25% of tnuse people are authorized for the waiver. 

The changes in programs in Minnesota can be summarized simply as a shift 
from bricks and mortar to a program of integrated community services. 
Separate buildings, that Is, state hospitals, ICF/MR community facilities, 
DAC and sheltered workshop buildings have been key ingredients in our current 
system but our priorities are gradually, and slowly, shifting to the use of 
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ordinary housing, generic services and employment programs in »he everyday 
work place. Persons are integrated into the local community where the entire 
community can share in the ownership of the programs and they can maximize 
the use of existing services. Persons need specialized services, not specialized 
buildings. 

While there has been demonstrable progress in moving people into ordinary 
settings, there are problems which remain to be addressed. Nearly $100 million 
of state and federal money is budgeted on behalf of the 1,800 people in our 
state regional centers, and approximately $130 million will be spent on the 
5,200 people in community-based ICFs/MR. Of that latter amount, 46 percent, 
or $60 million, is spent on community ICF/MR facilities serving 16 or more 
people. Thus, of our total expenditures of $230 million in institutional and 
community residential services, as much as $160 million is being spent on 
people in large congregate care environments. This occurs despite nearly 
two decades of attempting to reverse that bias, in a state that is committed 
to developing integrated, community service systems for children and adults 
with mental retardation. Why is this so? One reason is that state and federal 
fiscal disincentives exist today and have existed since the inception of Title 
XIX funding for mental retardation services. Even the community care waiver, 
which is an excellent alternative and which Minnesota is aggressively using, 
does not allow movement of all people from institutions to family-scale housing. 
It continues to be viewed by parents and providers as temporary due to its 
"waiver" status and requires states to demonstrate cost savings as part of 
the formula for approval by the U.S. Department of Health and Human Services. 
It is, therefore, not always a true alternative to institutional placement. 
In describing Medicaid, Dr. TumbvJl refers to "a presumption in favor of 
medical, institution-based services to one which favors a developmental, 
community-based system... a public policy torn between altruism (doing 
what's "right" for people) and custodialism, which maintains dependency." 

The following examples from staff in our Department illustrate individual 
problems with current Medicaid policies: 



The parents of a ten year oJd child called the Department of Human Services 
to inquire about facilities in the state which could serve their daughter. They 
wished to keep their daughter at home, but were told by the county case 
manager that money was not available, and that they should place their 
daughter in a secure environment - an institution. After visiting these 
facilities, the parents requested that their daughter live at home, with respite 
caic and other in-home supports. Shortly thereafter, the daughter ran away 
from home, was sexually assaulted, and was placed in a state institution. 
After two years In the Institution, we were finally able to use the Home and 
Community-Based Waiver to develop a foster home where today 5he remains, 
successfully attending school, visiting home and vacationing wilh her parents. 
Obviously, this child experienced two years of clearly unneccessary removal 
from her community. 

In the past, large community residential service providers with a history of 
marginal performance were sometimes "maintained", or at least license 
revocations were approached cautiously, because of a lack of appropriate 
alternatives If closure were to occur. Even more pet verse, however, is the 
case of conscientious providers of services wishing to voluntarily downsize 
or close. We currently have five large community ICFs/MR, serving 50-150 
people each, which want to change their services but are unable due to their 
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inability to sustain the interim costs Q<^ociated with downsizing or closure. 
No timely mechanism exists to fund such closures to adjust the amount of 
conversion activity needed based on voluntary or involuntary decertification. 

One specific example of such a provider is Hammer Residence of Wayzata, 
MN whose Board of Directors unanimously voted to close their -16 bed facility. 
The Executive Director, Mr. Roger Deneen, has worked diligently, talking 
with the county, the state, facility staff, and parents to bring about 
an agreement which will guide the orderly process of moving the residents 
into more appropriate, individualized residential environments using existing 
housing in the community. Everyone is convinced of the virtue of the plan. 
But, there are no waiver openings to move the people into, nor are there 
funding mechanisms available under Medicaid to allow this non-profit group 
to absorb the interim operating costs which will be necessary, or to 
accommodate the costs of finding alternative uses for the building. 

RECOMMENDATIONS 

No attempt will be made here to rc-state some of the excellent analyses 
already prepared on this subject. With few changes, for example, we foel 
that the Robert Wood Johnson Foundation National Study Group on Medicaid 
Strategies conclusions, outlined in their January, 1984 report, remain valid 
today. Similarly, the National Association of State Mental Retardation 
Program Directors (NASMRPD), prepared nn excellent set of "Guiding 
Principles for Evaluating Federal Long-Term Care Reform Proposals" and 
"Principles for Reformulating Inter Governmental Roles." Mr. Ben Censoni, 
the Chairman of the Association's Governmental Affairs Committee has 
submitted thgse documents as part of the NASMRPD testimony. What follows 
are specific recommendations or areas of concern that are intended to 
complement the work cited above. 



A. Common Need For Continuing Care 

1. A simple federal block grohl approach to financing continuing care 
services for persons with developmental disabilities (und otiier target 
groups, as well) does not account for the increasing need for continuing 
care services which states have experienced. While block grants are 
enticing to states because of their service and funding flexibilities, 
they frequently result in state refinancing of federal programs, loss 
of recipient entitlement, reductions In service levels, and an Inability 
of states to respond to the needs of persons requiring continuing care. 

7. One model for restructuring medical assistance proposes that the funding 
of services for eligible persons in both the aging and developmentally 
disabled populations be separated from medical assistance for acute 
care. Combined funding for persons within these two groups, aging 
and developmentally disabled, would be classified as "continuing care", 
as differentiated from acute care. Concern for our population of aging 
Americans Is broad-based and Its roots run deep. The opportunity to 
share In the well organized advocacy efforts of such a large and 
Influential group Is very appealing to those of us who work and advocate 
with a smaller and more diverse population. 
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The very size of the combined groups, and the aggregate funding necessary 
to provide needed care and services for both, offers the potential for greater 
stability and permanency in overall support and improved options for 
long-term planning. Certainly, a lesson that democracy teaches is that 
the size of a constituency can influence the continuity of services provided 
to its members- Further, persons with developmental disabilities share 
with many of their aging, non-handicapped fellow citizens a long-term 
need for care that provides for their basic requirements and protects their 
health, safety and human dignity. And, in time, persons with developmental 
disabilities - like all of us - may reasonably expect to Join the ranks of 
aging Americans themselves. 

Aging Americans and those with developmental disabilities do, then, have 
a common bond of need and a strong motivatio.i to support medical assistance 
restructuring that unites them in a mori clearly defined manner and 
continued funding of developmental disabUitics with aging is arguably in 
the best interests of \> groups. There are, however, additional factors 
to be considered in any sucn proposal. 

Persons with developmental disabilities are found among all groups of the 
population, from the earliest to the most advanced years of life. Continuing 
care, in varying degree, is required by all persons with developmental 
disabilities eligible for medical assistance because of their disabilities. 
But, in addition, the vast majority of persons with developmental disabilities 
require services which assist and support them in developing new 
competencies, in enhancing existing skills and in reducing their dependency. 

These services, commonly designated "active treatment and habilitation^ 
provide the opportunities which each of us seeks in our own life ... the 
chance to learn and to grow and to become more capable of controlling 
our daily activities and of enjoyir^ the most precious gift of a free society 
— the right to choose. 

Should medical assistance for persons with developmental disabiltiies and 
for the aging population be combined in a separate medical assistance funding 
component, a concept which we support, we urge that the term "continuing 
care and developmental services" bo considered to describe it . . . and that 
the funding reflect both needs. 

B. Eligibility 

Meolcaid services allow for voluntary funding of people with conditions 
other than mental retardation at this time. In order to assure equity, 
expanded coverage for people, based on functional criteria rather than 
clinical labels, is needed. Eligibility of persons with developmental 
disabilities for services within the continuing care area should be based 
on the presence of limitations in a person's ability to function 
independently. Functional limitations would be defined using the language 
of the amended Developn'. .ntal Disabilities Assistance and Bill of Rights 
Act of 1975 (Public Law 95-602). All functional limitations would need 
to pose a "substantial handicap" to an individual's ability to function 
normally in society. Thus, "the term 'developmental disability' means 
a severe, chronic disability of a person which: 

1) Is attributable to a mental or physical impairment or combination 
of mental and physical impairments; 

2) Is manifested before the person attains age 22; 
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3) Is likely to continue indefinitely; 

4) Results in substantial functional limitations in three or more of 
the following areas of major life activity; 

a) self-care 

b) receptive and expressive language 

c) learning 

d) mobility 

e) self-direction 

f) capacity for independent living 

g) economic self-sufficiency 

5) Reflects the person's need for a combination and sequence of 
special, interdisciplinary, or generic care, treatment, or other 
services which are of lifelong or extended duration and are 
individually planned and coordinated." 

The amendments of Public Law 95-602 change the focus of the definition 
from a categorical to a functional one. Thus, the definition no longer 
listed specific diagnoses that previously had been used to limit the 
definition to those impairments closely resembling mental retardation, 
but included any person with a mental or physical impairment that limits 
the person's functional ability in certain activities. Furthermore, the 
age by which a condition must manifest itself was changed from 18 to 
22. 

Care must be taken in developing the assessment procedures and 
instruments employed to determine whether a person has a "substaintial 
functional limitation" in any of the areas covered by the definition of 
developmental disabilities. The assessment procedures must measure 
meaningful skills, employ age appropriate materials, and take place in 
the appropriate environmental context. Otherwise the determination 
of whether a "substantial functional limitation" e'nsts will become 
artificial and meaningless. 
Cas e Management 

Mtii.y states are moving to provide case management as a service under 
their state plan. It is the "glue" that provides continuity in services 
across providers and over time. Case management should be required 
for every applicant for services to assure an appropriate determination 
of eligibility and delivery of cost effective, high quality services. The 
role of the case manager should include at least the following critical 
duties: 

1) Initial review of each person's application and arranging for the 
assessment of that individual's skills and need. 

2) Determination of eligibility for continuing care services based upon 
the assessment results and whether they found the presence of substantial 
functional limitations. 

3) Writing of an individual service plan in conjunction with the eligible 
person or their guardian which will meet the needs of that eligible person. 

4) Selection or development of service providers to implement each 
individual's service plan. 

5) Refinement and modification of the individual service plan based upon 
input from service providers. 
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6) Monitoring of services as they are implemented to ensure that such 
services are of high quality. 

7) Periodic reassessment and service plan modification to meet the evolving 
needs of each eligible individual. 

Evidence from research and Medicaid demonstrations indicates that case 
management is an important factor fitting service responses to individual 
needs, reducing unnecessary institutional care, controlling costs, and more 
efficiently managing public resources. 

D. Individualized Service Planning 

To ensure that the needs of eligible individuals are met, it is absolutely 
essential that services be designed for each individual. Only through such 
an individualized, "handcrafted" approach can the wide variation in individual 
need be appropriately addressed Individual service plans must contain 
at least the following components: 

1) A summary of the assessment results in each relevant area of basic 
life skills. 

2) Identification of all services needed, including the type, amount, 
frequency of services. 

3) The providers of each service. 

4) The long and short range goals for each eligible person. 

5) The methods to be employed in achieving each person's goals. 

6) The evaluation procedures to be employed to determine whether progress 
has been made in achieving each goal. 

7) The dates of future reviews of each individual's service plan. 

8) The signature of each eligible individual, or their guardian agreeing 
to the individual service plan. 

9) The signatures of the case manager and all service providers. 

Each service plan should guide the expenditure of funds. Services which 
are listed in the plan will be paid for to the extent specified in the plan. 
Changes in service plans control and determine changes in expenditures. 

E. STATEWIDENESS 

In Minnesota, the administration of the Medicaid program for persons with 
mental retardation or related conditions is implerr.spted through 87 county 
agencies. The capabilities of these county agencies to develop or change 
services varies significantly and as a result it may take three to four years 
to establish services on a statewide or comparable basis. It is recommended 
that a state be allowed to temporarily (up to four years) furnish services 
on less than a statewide or comparable basis, provided that such restrictions 
are part of an incremental strategy for accomplishing the goals of the 
restructuring. This provision would allow Minnesota to avoid the "all or 
nothing" effect of these basic Medicaid requirements during the initial 
stages of implementation. 

F. CRITERIA FOR FINANCING 

It is recommended that a maintenance of fiscal effort should be required 
at the federal and state levels. The formula used to determine the amount 
and distribute available federal funds must account for the increasing number 
of persons needing continuing care and be sensitive to the historical 
variations among states in their provision of continuing care services. 
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Financing po«icy must support programmatic policies and provide the 
flexibility to serve persons in a wide array of service settings based on 
their individually assessed needs. Ongoing stability of federal funds is 
essential to assure financial predictability of federal funding for .continuing 
care services. Sufficient time must be allowed for states to adjust to new 
financing policies to assure that system changes are implemented effectively. 

III. SUMMARY 

A. Current Medicaid regulations limit flexibility in achieving program goals. 
For example, Medicaid only pays for fixed units of service in ICFs/MR, 
so that unbundling these services (paying for two days a week in an ICF/MR 
or one-half day habilitation) is not possible. Medicaid regulations also 
specify that ICF/MR reimbursement systems must provide rates which 
are reasonable and adeqate to pay the costs which must be incurred be 
economically and efficiently operated facilities. The focus is invariably 
not client-based or individualized under such a system 

B. A more flexible, client-based reimbursement system is needed. Some 
professionals argue that each client has different needs and associated 
costs and that attempts to develop service levels blur these distinctions. 
Others argue that it is important to remember that service levels are not 
developed to prescribe specific trea^Tient, (this must remain e function 
of the individual program planning process), but rather to create an 
administratively manageable number of payment levels. If each client's 
service level was to be reimbursed at a different rate, that would create 
a system with over 5,000 aifferent rates in Minnesota. But, would this 
be best? Would it be less e)*pensive, given our computer capability today, 
to allow a case manager to "build" a time-limited set of services, using 
software designed to guide that process? 

C. We recommend a continuing care and developmental services Medicaid 
assistance area. There is a fear that if developmental disabilities is block 
granted, it will be an easy target tor the type of capping done under Title 
XX. This population (developmental disabilities) is the most vulnerable, 
and remain dependent for the longest time, of almost any disability group. 
Unlike those in other long-term care categories, they are not "terminally 
ill". Unlike those needing acute medical care services (e.g., AFDC), they 
are neither cured nor do they grow up and move off the public rolls. 

D. Permit use of MA to fund clearly cost-effective services. We have 250 
families receiving state-funded stipends which are designated to help them 
maintain their sons and daughters in the natural home. Again, while the 
use of funds for this purpose is clearly cost-effective, it constitutes far 
less than the demand. The irony is that we will spend $50,000 per person 
per year in our regional centers rather than spend $3,000 per year to maintain 
those same people in their home. This condition is not new, nor is it unique 
to Minnesota. Since the massive infusion of Title XIX funds into institutional 
settings in early 1970's we have said: "Give us money to improve institutions 
in order to get people ready to live in the community." Then we find 
ourselves saying, "We^d love to refer people to the community, but there 
aren't any community residences available, or money to fund them." 
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A consultant firm which Minnesota hired recently to help develop an 
equitable reimbursement system noted that: 

Federal Medicaid requirements constrain what services can be paid 
for and how they must be structured. For example, federal Medicaid 
requirements constrain ability to pay for supported work in DACs. 
However, paying for ICF/MR, DAC, and waivered services through 
Medicaid saves substantial state and county resources and enables 
Minnesota to shift more costs to the federal government, providing 
more services overall. It must be decided whether program constraints 
imposed by Medicaid distort program goals to the point that the savings 
are not sufficient to warrant continuing to fund certain portions of 
the system, such as DACs, through Medicaid. 

It would be nice if Medicaid re-structuring could enable us not to have 
to make that choice. 
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Senator Durenberger. Thank you very much. 

I can't solve all those problems, but I have a thought for the 
friend of yours from Scimdia who — was it his son who was found in 
the pool? You probably loiow Dana Kruse who is here today. And if 
you could, get that boy to meet Jenny Kruse, who 4y2 years ago 
drowned in Intematiomil Falls— and I went to visit Jenny this 
summer — it would be kind of nice to get the two of them together 
at some point in time, and you can do it through SKIP, and I think 
Dana will share some of her experiences and the frustrations. And 
that is why I appreciate the fact that all of you would like to per- 
sonalize your testimony as all of you could. And for those who 
cannot understand that those of us who are the soH:jalled policy- 
makers do share the opportunities that you do every day, we don't 
get it every day, but at least we do share the opportunities to meet 
some of these incredible families who have been provided with 
some unique opportunities during the course of their lives. And it 
is from those particular experiences probably as much as from the 
researchers who have testifieci here today that we come upon the 
public policy alternatives. 

So let me express my appreciation to all four of you for the work 
that you are doing in your respective States and for your testimony 
here today. And let me again defer to my colleague from Rhode 
Island for specific questions. 

Senator Chafee. Thank you, Mr. Chairman. 

I just wanted to ask Mr. Toews one question. He said that what 
^ve have got to do in reforming Medicaid is to remove the institu- 
tional bias that you find in the Medicaid system. And, of course, we 
have had a series of points made here today. But could you just 
perhaps tick off some of the specific tilt that you find in favor of 
the institutional system, some of the points? 

Mr. ToEWS. Yes, Senator Chafee. 

Senator Chafee. Because you heard the administration testimo- 
ny that, well, after all, we have got the waiver. And the waiver 
may be a little difficult to obtain, but we are moving in that direc- 
tion, and BO there is perhaps not as much a problem as you and I 
think there is. 

Mr. ToEVJS. Well, Senator Chafee, the waiver, which was sort of 
heralded as the alternative, I think — and many of us have pinned a 
lot of our hopes on that— but when you really look at the imple- 
mentation of the waiver, I have never seen a process that is more 
regulated and more prescriptive and more paperwork bound than 
the waiver. 

We have ended up in our State employing a whole bunch of 
waiver specialists who speak a language that I don't understand at 
all, and speak in foiinulas. And I am supposed to administer the 
program, but half the time I don't understand; that it has gotten so 
complex. 

You have to get approval for ever3rthing. I mean, the simple 
issue I laid out about trying to obtain respite care services for a 
certain family who are willing to serve their child at home at less 
than half the cost in our State institution, and yet that is not yet 
deemed as an allowable cost. And yet the Medicaid Program will 
fully fund that person at $45,000 a year in our institution, provid- 
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ing a whole panoply of services that that person may or may not 
need. 

And I guess when I talk about the institutional bias, the program 
overall is still facility driven. It is driven by very traditions no- 
tions of facility based services. When you look at the new proposed 
r^ulations for ICF/MR's, there were requirements propel even 
for small programs, under 15 beds, that you had to have profession- 
al staff meetings with dentists and pharmacists and therapists and 
things like that present at those kmd of meetings to develop the 
plan of care for that individual. 

And, quite frankly, I think that from both a programmatic point 
of view and a fiscal point of view, I just think that is absurd. 

So I guess those would be a few examples I would give of how 
institutionally biased £md facility driven the whole program has 
evolved. 

Senator Chapee. Mr. Censoni? 

Mr. Censoni. On the same topic? 

Senator Chafee. Yos. 

Mr. CsNSONi. I gutiss the best way to explain it is, if I had a 

mind— I don't. I want to make that clear 

Senator Chafee. If you had a what? 

Mr. Censoni. If I had a mind to— but I want to make it clear 
that I am not going to do this— to go back to MicWgan and to set 
up a 100-bed ICF/MR, I could do so rather quickly. I would know 
the rules. I know that once I get into that facility, as long as I play 
those other rules, I am gomg to have ongomg funding. If I wiuited 
to go back and deal with a hundred pneople in an institution, who 
are certified— you know, who are living in a certified bed— and 
wanted to take them home, there is no way for me to do that. 

So that is the essence of the institutional bias. I mean, the rules 
of the game are clearly laid out for an institution. That is what 
they are built of 

So when you want to do things that are noninstitutional in 
nature, and the rules change— they are very difficult to get a hold 
of; they are very process oriented— you are not quite sure, you 
know, when they are going to change. And you do go from a very 
secure— and I put that in quotes because you can lose funding— you 
can go from a very secure funding base to a very insecure funding 
base m the community. And that is the essence of what we mean 
by institutional bias. 

Senator Chafee. Miss Matula? 

Ms. Matula. If I could add to that. Medicaid, of course, was 
begun as a health program. So a health facility, such as an ICF/ 
MR, qualifies for most if not all of its costs to be paid. Those costs 
include room and board. Those costs include personal caie that is 
not medical in nature. 

In order to provide any service outside.that health facility for the 
same client in the home or in another local facility, the waiver for- 
bids room and board to be paid. That is number one. Now there is 
an institutional bias: The needs are still there, but they cannot be 
paid. You have to have a waiver to provide the kind of care that is 
less than medical. 

So when we talk about waiver, we are talking about waiving the 
old health facility rule. We are talking about, in some States, waiv- 
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ing eligibUity rules. And we can make the person eligible under the 
waiver without counting family income at home, but not if we did 
not have the waiver. 

Senator Chafee. Well, yes. But the HHS's answer is, well, we 
will give you a waiver. What is your answer to that? 

Ms. Matula. You should not hold your breath waiting for it. 
[Laughter.] 

Ms. Matula. It takes a tremendous amount of stamina to apply 
for an initial waiver, and it takes the patience of a Saint to go 
through a renewal process. 

Senator Chafee. Have any of you experienced a withdrawal of 
waivers? I mean, previously you had to come up every 3 years for 
waiver review. 

Mr. Censoni. Yes. We did lose our waiver in Michigan because 
we did not match the cost reduction requirement in the formula. 

I want to caution you, we had a slightly different waiver than 
most States have, but it was the same concept. And in our case, the 
reason that we could not meet the formula on the cost was that 
there were two services included in our program by agreement — 
everybody agreed—that HCFA later decided we are not allowable 
under our waiver. So they took those costs and then saw them as 
excess costs and our waiver was not renewed. That is the kind of 
risk that I am talking about. 

In other words, nobody said we did anything wrong. Vv'e played it 
by the rules. But because there was an error in the original compu- 
tation in the original service arrangement that we all agreed we 
could make, we lost our waiver. 

Senator Chafee. All right. Fine. Well, thank you. And Dr. Skar- 
nulis gave us some examples of the tilt in his testimony. Thank 
you all very much. 

Senator Durenberger. George? 

Senator Mitchell. Mr. Chairman, I have no questions. I thank 
the witnesses. I do have a statement that I would like to have in- 
serted at the appropriate point in the record. And I apologize for 
missing the testimony of some of these witnesses. 

Senator Durenberger. Is there objection to introducing George's 
statement in the record? 

[No response] 

Senator Durenberger. Without objection, it is so ordered. 

I thank all of the witnesses for their testimony. 

The next panel is three persons. Dr. Richard Scheerenberger, 
past-president and editor of the National Association of Superin- 
tendents of Public Residential Facilities for the Mentally Retarded, 
Madison, WI; Bonnie-Jean Brooks, executive director. Opportunity 
Housing, Bangor, ME, and secretary of the National Association of 
Private Residential Facilities for the Mentally Retarded; and Peter 
Benner, executive director, council 6, American Federation of 
State, County and Municipal Employees, St. Paul, MN. 

Dr. Scheerenberger? 



ERLC 



239 



234 

STATEMENT OP RICHARD C. SCHEERENBERGER, PH.D., PAST 
PRESIDENT AND EDITOR, NATIONAL ASSOCIATION OF SUPER. 
INfENDENTS OF PUBLIC RESIDENTIAL FACILITIES FOR THE 
MENTALLY RETARDED, MADISON, WI 

Dr. SCHEERENBERGER. Well I had submitted a few pages, so I 
won t repeat that. 

There is certainly nothing occurring in the field in terms of pro- 
moting deinstitutionalization that is not being supported by the 
National Association of Superintendents and we continue to sup- 
port it We do intend to supporting the whole deinstitutionalization 
efforts, and have done so historically, a lot of us through our own 
institutional operations. 

On the other hand, I think we have to express some concerns 
about the quality of some of the services that are being offered in 
the community. And I mention this only from the point of view of, 
if we are going to do it, for heaven sakes let's do it right. 
^ Now I am a little surprised that I am here to represent the asso- 
ciation because I have disagreed with title 19 since its inception. I 
thmk 't was illy conceived and atrociously administered, and I 
have been consistent about that since 1974. But no one out here 
was too happy to hear it then, and I am not too sure too many are 
now. 

"^rAA ® ^^P^ I certainly would want to support Senator 
Chafee 500 percent. And that is, if we are going to go community 
programming, get it out from under title 19 that is. Just forget the 
whole damned waiver bit. Just start a total new program. You will 
pick up the title 19 dollars. 

Now if you take the State institutions today, the handwriting is 
on the wall. If there are no changes in the current trends— and I 
am talking about abortions, and I am talking about infanticide, 
and I am talking about community programming, and I am talking 
about an aging population— there will not be any need for State in- 
stitufaons in 30 years, because 80 percent of the population now in 
the State institutions are adults, profoundly retarded, who are 
going to be extremely difficult to accommodate in the community. 
It can be done, hut I tliink, as. some of you are involved in this real- 
ize, adult programming is a very sad state of affairs in this country 
and it is just nonexistent in many cases. 

I would like to add that we are probably talking about a quarter 
of a million people, not shnply the 100,000 that are in State institu- 
tions. One of the sidelights and damaging effects of this whole title 
19 thing and some of the emphasis on deinstitutionalization is that 
mentally retarded people who historicalljr would have gone to insti- 
tutions, you will find them now in nursing homes, juvenile delin- 
quency halls are just full of them, and have gone through all differ- 
ent types of alternative community arrangements. I estimate, con- 
servative, that a hundred thousand are living in inappropriate 
other institutional cettings. 

Fifty percent of the people discharged from institutions since 
1974 have, in fact, gone to another institution. 

I remember somebody getting terribly excited in Illinois because 
they closed down an institution. I asked him if he looked at Kanka- 
kee. Kankakee had 90 people and they closed the institution. In a 
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couple of months, Kankakee had 1,100 people, and everybody was 
excited tecause they closed an institution. We played musical insti- 
tutions. 

Like I say, if we are going to do it, let's do it right. And the best 
thing to do is set it up on its own program, because the State insti- 
tutions will just keep getting smaller as it is growing unless there 
would be a huge switch entry, and you will pick the title 19 dollar 
up that way. 

Thank you. 

Senator Durenberger. Thank you very much. 

George? . . 

Senator Mitchell. Mr. Chairman, and Senator Chafee, it is my 
pleasure to introduce to the committee Miss Bonnie-Jean Brooks, 
who is here to testify on behalf of the National Association of Pri- 
vate Residential Facilities for the Mentally Retarded. Miss Brooks 
is Secretary of that organization, executive director of an organiza- 
tion known as Opportunity Housing, in Bangor, ME. She has had a 
very impressive record of participation in matters involving mental 
retardation in our State, and we are very proud of her, and I am 
pleased that she is here today to testify before this committee. Wel- 
come, Miss Brooks. 

[The prepared written statement of Dr. Scheerenberger follows:] 
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NATIONAL ASSOCIATION OF SUPERINTENDENTS OF PUBLIC RESIDENTIAL 
FACILITIES FOR THE MENTALLY RETARDED 

September 6, 1986 

TITLE XIX AND PUBLIC INSTITUTIONS FOR THE MENTALLY RETARDED 

The availability of federal support to public residential 
facilities (PRFs) for persons who arc mentally retarded has been 
highly instrumental to and, in many cases » the primary reason for the 
tremendouB Improvements in the quality of services currently 
provided . 

First, Title XIX funds enabled states to increase staffing 
levels significantly, in 1965, for example, the staff jresident ratio 
was approximately 1:21 in 1981, it was 2.11:1 (Scheercnberger, 1965, 
1981). Not only was the number of staff increased, but also the 
diversity of their training and experience. With improved talaries 
and working conditions, the turnover rate was reduced appreciably. It 
was not uncommon in the sixties for as many as 80Z to over lOOZ of 
the staff to turn over annually. By 1980, that figure had dropped to 
l«jss than 20Z ( Scheerenberger and Jones, 1981). This stability, in 
turns rendered training and experience more meaningful, with a 
subsequent improvement in resident programming. Without federal 
funds, these gains would ha>^3 never been realized. 

Secono, the issuance of regui^Uions and "standards," combined 
with both state and federal surveys f produced both attitudinal and 
environmental changes whiah resulted In the. elliaination of 
unwarranted dehumanizing practices and tie introduct^.on of principles 
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essociated with the developmental model and normalization. 

The fact that these chanp^os have occurred is attested to by the 
recent series of federal "look- behind" surveys which generally 
concluded that, in all but a fow instances, PRF services, while not 
* always what one would completely hope for* were far from being as 
insidious as many had proposed. 

It is fully recognized that the fedora** government* as well as 
most state governments, is confronted with a serious fiscal 
situation. Yet, it is imperative that continued federal 
participation be assured, especially since many PHFs receive more 
than 50Z of their funds through Title XIX. If these monies were 
reduced, it undoubtedly would adversely affect services and programs 
since, in all probability, the states would not substantially 
increase their contributions. In fact, many states have already begun 
to cut positions solely for budgetary reasons (Schoerenborger, 1982) « 

Further, reductions in federal funding to FRFs might well prove 
equally disastrous to comsunity programming. Host stxites have a firm 
statutory obligation to its Institutional programs. The same is often 
not true for community efforto. Thus, if FRFs became seriously 
fiscally troubled, a state may decide to redirect its community 
support back to the institution. This, indeed, would be unfortunate. 

Deinstitutionalization is at the crossroads. In the early days 
of Title XIX, many states, in order to participate in the program, 
placed many people into what, in essence, were alternative 
institutional settings, such as nursing and county homes. Over the 
years, approximately 50t of persons discharged from PRPS went to such 
settings. Also, to avert admissions to a PRF, these same resources 
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were used ( Schecrcnbcrgcr, 1981 » 1982, 1985). Thus, an both 
federal and state governn>ent& have cooe to realize, tens oC thousands 
of mentally retarded people living In such Inappropriate settings 
need to be relocated Into more cocomunlty-based, homo-like 
* environments. Combining thl& situation with the fact that over 90,000 
developmentally disabled persons are graduating from high school each 
year, many of whom should be living away fr(»i home, developing an 
adequate number of group homes with the prerequisite support services 
and vocational opportunities presents a problem of considerable 
magnitude. 

It Is also evident that the existing population In the Nation's 
FRFS consists primarily of adult, multiply handicapped, severely and 
profoundly mentally retarded persons, many of whom present serious 
behavioral problems (Scheerenbcrger,198S} . These Individuals are 
going to be extremely difficult to place In an alternative 
non- Institutional community setting. 

In brief, the Association recognizes and appreciates the 
Invaluable assistance of the federal government over the past dozen 
years and urgently requests Its continuation In the Interest of both 
residential and community programming. Also, It Is not the Intent of 
the Association through this statcmeut to discourage. In any way, the 
continued advancement and promotion of sound community programming. 
In fact. It reconfirms Its 197A position: "The H&tlonsl Association 
of Superintendents of Public Residential Facilities for the Mentally 
Retarded fully supports efforts toward deinstitutionalization. 
Institutional reform, and acceptance of a changing role'' 



(National..., 1974, p. 3). 
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STATEMENT OF BONNIEJEAN BROOKS, EXECUTIVE DIRECTOR, 
OPPORTUNITY HOUSING, BANGOR, ME, AND SECRETARY, NA- 
TIONAL ASSOCIATION OP PRIVATE RESIDENTIAL FACILITIES 
FOR THE MENTALLY RETARDED 

Ms. Brooks. Thank you. 

Mr. Chairman, Senator Mitchell, and members of this subcom- 
mittee, I am not going to tell you who I am because Senator Mitch- 
ell already did that. 

You have it in the copies of our testimony presented for the 
record a full description of our association and the community 
agency that I direct in Maine. In it you have a summary of the spe- 
cific recommendations we made related to problems being experi- 
enced with Medicaid. 

Mr. Chairman, I would like to spend the few minutes that we 
have been allotted discussing the tremendous impact the Medicaid 
Program has had on the lives of so many people with mental retar- 
dation. 

As legislators, you have a tremendoufj responsibility in allocating 
the Nation's financial resources in tho most equitable and responsi- 
ble way. The wisdom of Solomon is being asked of you. With that 
widsom, we are asking that you look at the Medicaid Program that 
serves people with mental retardation. 

We could speak to you today about significant statistics relative 
to the Medicaid programs, but authors of Medicaid research— s .e 
of whom have been here — have generally not detailed the 
creased high quality of life that persons receiving title XIX services 
have realized through the program, and, further, what life would 
most likely hold for them today without Medicaid. 

We believe it would be most beneficial for this subcommittee if I 
tell you about a few people back home in Maine and how dramati- 
cally Medicaid has changed their lives, and what life and ongoing 
costs would be had Medicaid not touched them through community 
based programs. 

We want you to be profoundly aware that these examples I bring 
are not isolated stories, are not extreme sagas. Stories like these 
are being written today in every comer of America where people 
are being allowed to grow through the support of Medicaid. 

vVe believe that through active individualized treatment in com- 
munity based settings people "grow and go" through the Medicaid 
Program. 

I have a friend back home in Maine. Her name is Edith. She 
lived in institutions from age 12 to 47. She is now 54 years old. She 
has been diagnosed as having severe mental retardation, manic de- 
pression, and as being suicidal, self-abusive and assaultive. In 1979, 
she lived in a $55,000 a year State facility, being isolated, with re- 
straints, being catheterized four times a day, and attempting sui- 
cide more often than that. 

She told me her main goal in life was to end it. That year I 
moved her to our $47,000 a year group home against the advice of 
all clinical staff, but with the support of a Federal court master. 

Two and a quarter years later she and I loaded my car with her 
possessions, and we drove to her new apartment to live with a resi- 
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dential supervisor. When she turned her key to let herself in, she 
turned off living in a Medicaid home forever. 

Six months later she moved to her own apartment, independent 
of all internal support. Four and a half years from the time that 
she left the institution, I went to a conference in Minnesota. While 
I was there Edith called to tell me she had just gotten married. 

Yesterday when I left for Washington, her husband put my 40 
pound pumpkin in the car and gave me last instructions. In my 
wildest imagination I never dared dream dreams such as these for 
persons like my friend, Edith. How much she teaches all of us 
about our own perceived limitations. 

Do you know that at today's cost, through the Medicaid opportu- 
nity, if Edith lived until age 70 in that institution it would have 
cost $2,820,000 to sustain her. As it was. Medicaid spent $132,500 in 
a Medicaid community ICF/MR, and in doing so saved more than 
$2.5 million. 

Yesterday before I left Bangor I received a call from one of my 
ICF/MR administrators. He insisted on telling me that it was a day 
of celebration, and I must come here to you today with this infor- 
mation. At 9 o'clock yesterday, Carla and Donna, two residents 
with profound mental retardation and autism were, after consist- 
ent phase down, taken off all medication. This speaks for the qual- 
ity of life they have come to enjoy, at a drastic reduction in Medic- 
aid cost, thanks to a drug-free life. Both had been medicated since 
childhood, one since 18 months of age. 

When I first met Carla in a State mental institution in 1979, she 
was sitting lotus-style in a plastic molded chair in a heavily drug- 
induced state. She sat there, unmoving, for 6 hours. Now she is 
drug-free, in a day program, signing and riding on tilt-a-whirls at 
county fairs, thanks to Medicaid and aggressive active treatment. 

Since 1979, 18 persons who had lived in institutions from 8 to 40 
years, with a dual diagnosis of mental retardation and mental ill- 
ness, have come to live in one of our six person ICF/MR and have 
left that home to live more freely, less expensively and with a 
better sense of self worth and dignity. 

Thank you. 

Senator Durenberoer. Tliank you very much. 
Mr. Benner? 

[The prepared written statement of Ms. Brooks follows:] 
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The Honorable Dorld F. Durenberger 
United States Senate 
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VashlDgtoD, DC 20510 



-**.fr«*..MA«fco Dear Senator Dorcnberger: 
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Thank you for siring us the opportunity to share vlth the Senate 
Subcocxalttee on Health our experiences serrlng people through the 
Medicaid prograo. 

Enclosed Is ^ copy of the final fire sentences of ey prepared 
oral atateaeat presented to the Subcoes&ittee on Septesber 19th. 

I ran out of tlae sld-vay through the first of these sentences. 
If appropriate, ve vould like to hare thea Included in the record 
but, core leportantly, ve vlah to conrey their eeasage to you as 
Chalrsan of this l&portant aubcocoittee. 

Despite the sany probleas ve and others hare identified In the 
Hedlcald prograa. It has been, and continues to be, the prograa 
that is prl&arlly responsible for the Doreaent of people froa 
dependent institutional settings to greater self-dependence In 
less reatrlctlre enrlroifflents. Over a period of seTercl years It 
has dcaonstr&ted Its coat effectlveneas for cany others like ey 
friends Edith, Car la and Donna. With the changes recoesended by 
NAPJUMl in the areas of federal look behind surveys, application 
of the Life Safety Code, regijlatory revision, utilization of the 
Valver for Bom and Cocounlty Based Care, snd adoption of deeaed 
status for facilities accredited by the Accreditation Council for 
Services for KenCally Retarded end other Developoen tally Disabled 
Persons, Medicaid could becooc even sore cost effective. O'jr 
recooeendatlons vould also reaove sooe of the Insltutlonal Im 
that contlnoes to exist In the prograa. 

States like Minnesota and Kalne have deaonstrated the difference 
Medicaid has cade In the lives of people vlth developoental 
disabilities. This oust be encouraged nationwide. 

Sincerely, 

6onnlr>-Jean Brooks 
Secretary, SAPRRffi 
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NAPRFMR WITNESS 



Ms. Bonnie- Jean Brooks will testify on behalf of the National Association 
of Private Residential Facilities for the Mentally Retarded (NAPRfMR). 
Ms. Brooks is Secretary of NAPRFMR and Executive Director of Opportunity 
Housing, Inc. in Bangor, Maine. She is also Vice President of the Maine 
Association of Private Residential Facilities for Persons with 
Developmental Disabilities. 

Ms. Brooks has been appointed by Cocmissioner Concannon as a representative 
to the Maine Mental Retardation Federal Impact Council, and she also serves 
on a Maine Departoent of Hunan Services Coosaittee that is rewriting state 
ICF/MR regulations. In addition, Ms. Brooks has recently served on a HCFA 
Region I Training Task Force, and she chairs the Northeast Region American 
Association on Mental Deficiency Division of Private Residential 
Facilities. She is currently consulting with agencies and individuals in 
ten 8tate<» who are unable to find appropriate services for their citizens 
who are diagnosed as having both mental retardation and mental illness. 

Opportunity Housing provides prescriptive individualized residential, day 
program and other services, directly or indirectly, to persons with devel- 
opmental disabilities. The persons served are primarily residents of Maine 
and usually have been diagnosed as having both mental retardation and 
mental illness. They generally have presented overwhelming behavioral 
characteristics which have resulted in inadequate placement. Opportunity 
Housing considers for ser*'ices only persons for whom no other alternative 
is available, because t.jeir behaviors are considered too difficult to 
manage by other providers. 

Opportunity Housing was Incorporated in 1979, as a direct result of the 
Plneland Consent Decree. During the past seven years, the agency has 
transitioned 78 persons from institutions for people with mental retarda- 
tion and mental illness, jails, and more restrictive Intermediate care 
facilities for the mentally retarded to less restrictive residences. 
Opportunity Housing, Inc. currently operates two ICFs/MR serving six 
persons each, a respite care home that generally serves four persons at a 
time, and 25 "specialized projects." The latter are the individualized 
programs, separately funded for eaca person (many with the assistance of 
Title XIX Waivers for Home and Community Based Care), at 15 sites that 
house one to four residents each. They also have a small developmental day 
program that serves 18 people for whom they are unable to find alternative 
day services. 



* * * * * 
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NATIONAL ASSOCIATION OF PRIVATE RESIDENTIAL 
FACILITIES FOR THE MENTALLY RETARDED 



The National Association of Private Residential Facilities for the Mentally 
Retarded currently represents almost 600 agencies in 48 states and the 
District of Columbia that together provide residential services to more 
than 25,500 persons with developmental disabilities. (That is about 20 to 
25 percent of the number of persons living in residential facilities 
managed by the private sector identified in the most recent study.) Our 
members provide services in a variety of settings. Many operate inter- 
mediate care facilities for the mentally retarded (ICFs/MR) and/or 
residential settings funded in part through the Medicaid Waiver for Home 
and Community Based Care (HCBC). Virtually all of the persons served 
utilize Medicaid to cover the costs of physician and hospital services and 
for other habilitation services such as physical therapy and occupational 
therapy. Social Security programs — Medicaid, Medicare r Social Services, 
Supplemental Security Income and Social Security Disability Insurance — 
are 3 backbone of the service delivery system for Americans with develop- 
mental disabilities. 

The cost of lifetime care for these citizens is beyond th3 reach of most of 
the families in our nation. State and local government and the private 
sector rely on Federal programs for financial and regulatory support of 
people with developmental disabilities. NAPRJMR supports the role of the 
Federal government in providing for the most basic human needs for adequate 
food, clothing, shelter, good health, the protection of human rights, and 
the enhancement of each individual's ability to attain the maximum level of 
self-dependence possible through therapeutic intervention, 
education, training and the opportunity for employment. 

Without Medicaid, many people would still be living in the dehumaz.izing 
conditions that existed in institutions before the program came into exist- 
ence. Others would have joined the homeless people living on our city 
streets — some of whom have been identified as being mentally retarded. 

Though its medical roots were viewed with suspicion, the Title XIX Medicaid 
ICF/MR p'-ogram was welcomed by the developmental disability field as an 
opportunity to at last develop stable, comprehensive residential programs 
that would offer not just three meals a day and a place to sleep, but an 
array of services to enable each individual to becoise as self-dependent as 
possible. The ICF/MR program, enhanced by the Section 2176 HCBC Waiver, 
has fulfilled many expectations, but with modification it could help many 
more people reclize their potential and take their place in our society. 

The current status of the Medicaid program is well outlined in the report 
submitted to Congress by the Department of Health and Human Services in 
January of this year entitled, "Policies for Improving Services for 
Mentally Retarded and Other Developmentally Disabled Persons Served Under 
Title XIX of the Social Security Act." NAPRFMR strongly supports the goal 
of HHS stated in that document, "to foster the continuing development of 
strategies emphasizing integration into the community, independence and 
employment, while still providing support and protection for those persons 
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vho need such assistance.** Ve believe that the Medicaid program, in con* 
Junction with the federal legislation cited in the HHS report (i.e.: the 
Architectural Barriers Act of 1968, the Rehabilitation Act of 1973, the 
Education for all Handicapped Children Act of 1975» and the Developmental 
Disabilities Assistance and Bill of Rights Act of 1975) are the key to 
successful achievement of this shared goal. 

As stated in the HHS report, many changes in the treatment of persons with 
developmental disabilities have occurred over the past two decades. This 
has been an exciting time for people in the disability field. The avail- 
ability of funding for educational, habilitation end vocational services 
has enabled those being served to progress beyond the greatest expectations 
of families and servi^** providers alike. Active treatment services pro- 
vided to those residing in ICFs/MR have expanded to meet new expectations 
for the developmental potential of each resident. Many i^ose early years 
were typified by neglect and the absence of programming are achieving new 
developmental milestones through their participation in comprehensive 
habiritative programming. The success of young people who have had their 
disabilities identified at birth or as soon as possible thereafter, and who 
have been provided with early intervention programs and appropriate devel- 
opmental services Uirough their school years, have achieved even greater 
progress. Their potential knows no bounds as technology improves. 

Each year NAPRFMR presents an award to an individual with developmental 
disabilities who has been served by a member agency or home and whose 
achievements deserve special recognition. Copies of articles describing 
our Achievement Award recipients from the past three years are attached to 
this testimony. All o^ these individuals spent zaost of thrir formative 
years in state institutions. Their disabilities were multiple and of such 
severity that not even the most optimistic persons could have foreseen how 
self-dependent each would become. In each case, the Medicaid program 
provided the means to obtain the training necessary to move to successively 
less restrictive settings. They are representative of many who hava bene- 
fitted from the Medicaid program. Ted Rich, thanks to Medicaid, is now 
self-supporting and even pays for the services he receives in the group 
hone, the place where he chooses to live. Without HCBC Waiver funding, 
people like Edith Racklif f Bralley and Chuck Reining would not be able to 
maintain such a high level of independence. Many others will never achieve 
the level of success these three have reached and will require more inten- 
sive support just to maintain their achieved I'ivel of functioning. 

It is not difficult to under8te:3d the popularity of the Medicaid program 
when such successful outcomes are reached. This success was not achieved 
overnight. There has been a tremendous increase in the array of services 
provided since the Medicaid program began. Technology has changed; new 
tecliniques have been developed each year which result in greater client 
growth. This is not achieved without cost, particularly \^en serving 
people with more severe disabilities ^o require a barrier-free environ- 
ment, health care lifesafety features, and trained staff who are supported 
by ar array of professional personnel. Many of the facilities that were 
certified as ICFs/MR in r.he early years of the program did not meet 
physical plant or program standards, particularly the large state institu- 
tions that have been the focus of attention in Congressional hearings that 




ERLC 



246 



NAPRFMR Testimony - Senate Subcofnuittee on Health Page 3 



led to the establishment of the ICF/MR program and to the look behind 
surveys designed to monitor the effecti ('eness of state ICF/MR survey teams* 
The general upgrading to me'^t standards has included extensive physical 
plant renovations. Such retrofitting will be a one time cost. 

Results of some look behind survey decisions, adoption of the 1985 edition 
of the Life Safety Code without waivers, and some features of the proposed 
ICF/MR rule changes are expected to lead to future increases in per-client 
expenditures, some of which may not be necessary* NAPRFMR has identified 
several features of the Medicaid program which might be modified to improve 
the cost-effectiveness of the program* Amendments to Medicaid contained in 
the Consolidated Budget Reconciliation Act of 1985 (COBRA) were designed to 
addrf^ss some of the problems* Others are bringing new, unanticipated 
problems of their own* 



I* Look behind survey results ; 

Senate investigations of deficiencies in federal standards and of abuse 
that has continued to occur in some large institutions, despite implementa- 
tion of the ICF/MR program, resulted in federal authority to survey 
Medicaid certified facilities to "look behind" the work of state surveyors. 
Federal surveyors are identifying deficiencies that require added expendi- 
tures. Most of the deficiencies being cited are clear violations of 
federal rules and require compliance. Some, however, seem to exceed statu- 
tory and regulatory intention and result in expenditure of funds that may 
be unnecessary. 

One outcome of the federal surveys that arouses particular concern is the 
absence of clear criteria for monitoring active treatment services. 
NAPRFMR meiobers believe that this concept has been stretched well beyond 
Congressional intent by some surveyors. To providers active treatment 
signifies a prescribed program of interventions — generally referred to as 
ail individualized habilitation plan, or IHP — developed according to 
accepted interdisciplinary team processes to meet individualized needs, 
which (to paraphrase the Accreditation Council for Services for Kjntally 
Retarded and Other Developmentally Disabled Persons) specifies the goals 
and objectives being pursued by each agency providing services to the 
individual and the activities being taken to achieve thara; identifies a 
continuum of development, outlining progressive steps and the anticipated 
developmental outcomes of services. 

The activity schedule developed to implement each resident *s IHP should 
follow the normal rhythms of daily life, and although interventions should 
be applied, as appropriate, in each interaction with the resident; this 
should occur like good parenting in the form of guidance throughout the 
day. As in a typical day of school or work, specific times should be set 
aside for training in the areas identified in the IHP. There should also 
be time for leisure and recreation, and although some of this should be 
organized, each individual should be free from formal programming for a 
portion of each day. This is not to imply that residents should be neglec- 
ted, but staff intervention should occur as parenting would, in the form of 
gentle guidance when behaviors indicate that attention is needed. Current 
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federal rules permit periods without foriaal instruction. This should be 
retained* 

Some NAPRFMR members have been told by Federal surveyors that formal, 
planned interventions should occur throughout each person's waking hours, 
seven days a week. Such scheduling violates principles of learning and can 
be counterproductive when residents rebel against excessive programming. 
Requirements for continuous programming are costly and inappropriate. They 
not only escalate costs, but defeat the very purpose they are intended to 
serve. Each of us needs some time for simple relaxation free from the 
stress of responsibilities. Persons with developmental disabilities need 
such time as well. Professionals, who must be presumed to pursue the best 
interest of their clients; who know the them and have identified their 
needs and idosyncracies, must be given the flexibility to provide the 
amount of intervention that in their professional judgement most benefits 
the client. 

Problems are also occurring when survey teams cite deficiencies in an IHP 
that have not been identified by the interdisciplinary team and for which 
there is seemingly no evidence of need. While we must assure that resi- 
dents are receiving accurate assessments and adequate programming, mandat- 
ing training beyond that identified as needed by a qualified team of 
professionals is often questionable. 

Demands for an increased number of professional staff made by some 
surveyors frequently seem tied more to some preconceived notion of what 
should be in place in each ICF/MR than to individual resident needs. 



II. Application of the 1985 Life Safety Code s 

Although NAPRFMR participated in the development of Chapter 21 of the 
National Fire Protection Association's Life Safety Code for Board and Care 
Residential Occupancies, and urged its adoption by the Health Care 
Financing Administration, we also urged that its use be phased in over a 
three year period and that waivers be permitted for some specific fe<<- 
tures added to the requirements by the National Fire Protection Association 
(NFPA), such as automatic door closures. Our recommendations were rejected 
by HCFA. Congress should be aware that this will result In Immediate expen- 
ditures to retrofit small ICFs/MR that are currently meeting earlier 
editions of the Code. Although these will provide added protection, some 
mandate more protection than is believed by many to be necessary. The door 
closures, for example, are appropriate for rooming houses but not for 
family residences which are the model for most small ICFs/MR. Heating and 
air ventilation in small residences generally fuction most effectively when 
doors arc open, since return ducts are not placed in all rooms. More 
expensive automatic door closures attached to the home's alarm system will 
be required to enable heating and air conditioning systems to function 
effectively. Our members tell us that automatic door closures of this type 
range from $250.00 to $490.00 per door. 

It is important to remember that no fire-related deaths have been recorded 
in ICFs/MR or, for that matter, in board and care homes that complied with 
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earlier editions of Life Safety Code requirements for lodging and rooming 
houses • Those fire deaths that did occur were in homes with serious viola- 
tions of code requirements* 

The original purpose of the special chapter for board and care occupancies 
was to recognize the presence of staff to assist persons who were less 
capable of escaping under emergency conditions, and thus enable many in 
wheelchairs or who require direct supervision to live in home-like 
settings. Instead, it appears that the new provisions are being applied 
very conservatively, undermining the intent of those in the field of 
developmental disabilit-^es to design a flexible system which would obviate 
the need for sprinklers without requiring people to live in sterile, 
hospital-like environments* 

We hope that with training which will permit and promote less conservative 
applications of the Code, our original goal can be achieved and it will 
become a flexible tool that will enable people with disabilities to live in 
homes like the ones we choose for ourselves and our families* 

Despite these initial problems implementing the 1985 Code, it is hoped that 
the added costs of compliance will be lesT over time than would be required 
if all individuals who are nonambulatory or incapable of self-preservation 
were to be required to live in homes that meet still more strict health 
care chapters of the Code. overall cost to Medicaid in providing 

ICF/MR services to people with severe disabilities should ultimately be 
less than if the 1985 Code had not been adopted. 

Some of the unanticipated problems that are occurring as agencies seek to 
comply with the stronger fire safety requirements are the result of 
inappropriate state actions. It is hoped that they will be resolved in the 
near future. Others, like the requirement for door closures, are within 
the Code itself. NAPRFMR will be working with the Subcommittee on Board 
and Care of the National Fire Protection Association to revise Chapter 21 
for Lhe 1988 edition of the Code now being drafted. We hope it will offer 
improvements over the current system, which is Just now beginning to pro- 
vide a record of experience on which to base changes. In the interim, a 
more gradual phase-in for existing homes and a few waiver provisions woula 
go far to reduce annual costs. 



m. Proposed ICF/MR rule changes ; 

NAPRFMR has long sought modification of the federal ICF/MR regulations 
which will be responsive to the changes that have occurred in the field 
since the rules were first published in 1974. The Association strongly 
supported the principle which giiided development of proposed changes to 
focus more attention on client ai.d staff performance in the active treat- 
ment process, following a developn:<5ntal approach to service delivery. The 
proposed changes published in the Feaera l Register on March 4, 1986, are 
well organized and eliminate repetition of standards that occurs in the 
current document. NAPRFMR is generally supportive of the added flexibility 
offered but finds a number of the proposed changes unnecessarily restric- 
tive. Several would increase the costs of services. 
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The proposed provisions most strongly supported by NAPRFTIR include many 
that will represent a cost savings to the Medicaid program. For example: 

o Removal of the requirement that ICFs/MH be required to meet state 
nurs.'lng home safety and sanitation standards will eliminate the 
requirements still applied in some states that result in the addi- 
tion of inappropriate and costly features such as drinking fountains 
in living rooms, sinko and call buttons in bedrooms , and a given 
number of linear feet between bathrooms and laundry areas and food 
storage and preparation areas. Some states have even prohibited 
clients from entering food preparation areas where some of the most 
Important active treatment programming occurs. 

o Flexibility provided in proposed rules thct pertain to the governing 
body of an ICF/MR would facilitate practices generally in use in the 
field today and eliminate the unnecessary administrative require- 
ments for some facilities. 

o Proposed elimination of the requirement that the administrator of an 
ICF/MR be a licensed nursing home administrator or Qualified Mental 
Retardation Professional (QMRP) is welcomed because it has been an 
unnecessary and costly standard in many homes serving people with 
developmental disabilities. 

o Liberalization of the requirements for an individual to achieve 
status as a QMRP is supported for programmatic reasons , but if 
adopted could also eliminate the need for some ICFs/MR to hire 
additional y unnecessary staff. 

o The proposed use of physician assistants and nurse practitioners to 
provide physican services , as permitted by sta^e law, is another 
example of a cost-saving step. 

o Increased flexibility in accessing pharmacy services will also 
represent a cost saving for some ICFs/MR by encouraging the use of 
community drug stores. 

o Permission to use homes that have bedrooms below grade level (if 
they have a window that is no more than 44 inches from the floor 
which can be used as a fire escape) would facilitate the conversion 
of existing homes to small ICFs/MR, thus potentially reducing 
capital costs. 

Provisions which NAPRFMR recommended be modified also include some which 
have cost ramifications. These include the following: 

o Use of the word "continuous" when describing requirements for active 
treatment in the proposed rules raised concerns similar to those 
mentioned in the pages 5-6 discussion of problems with surveyors 
who require intrusive intervention with clients throughout the 4ay. 
If staff were, in fact, required to provide intensive programming 
every waking hour of every day, costs would escalate significantly, 
and probably to the detriment of the residents* progress. 
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o The provision which outlines the services thot should be directly 
provided by each ICF/MR is unclear. If each ICF/MR were required to 
hire nursing staff rather than contract for these services as 
necessitated by regulatory and client need, staffing costs would 
rise considerably for some homes that serve clients who do not 
require daily medical services. 

o The implied inability to lease housing would also result in 
unnecessary costs if agencies are required to purchase all homes 
certified as ICFs/MR, 

o Proposed rules that would require such things as awake staff on duty 
for any client who requires a medical care plan are often unneces- 
sary and, of course, costly. Staffing requirements should always be 
tied to residents* needs* 

o Although physician services would Iz modified if the proposed rules 
are adopted, they are still more excessive than needed for people 
who do not have other than routine health care needs* Most people 
with mental retardation and related conditions who live in an ICF/MR 
require habilitative rather than medical services. They are not ill 
and do not require 24 hour nursing supervision. Requirement for all 
professional involvement should be tied to client needs* This 
includes the mandate for their participation in interdisciplinary 
team (IDT) meetings, a costly requirement for professionals like 
physicians who are highly paid and seldom donate their time, parti- 
cularly where they feel it is not needed. The decision to attend 
IDT meetings should ultimately be their own* 

o The appearance of a proposal that all mattresses used in ICFs/MR be 
"fire safe" was met with consternation. This goes well beyond the 
already strict requirements established by the National Fire Protec- 
tion Association* NAPRFMR understands that fire-safe mattresses are 
generally required only in prisons, and that they are uncomfortable 
and expensive* 

In commenting on the proposed rule changes, NAPRFMR supported some 
recommendations that may add to the cost of the program* Of particular 
concern is the unavailibility of funding in some states to cover the cost 
of services or equipment required by Medicaid rules* These include such 
things as dental care, eyeglasses, prostheses, special chairs, and even 
personal clothing and other necessary equipment. These are not frivolous 
items, but necessities that should be reimbursed through Medicaid in all 
states* The provision of these is mandated by ICF/MR rules. The failure 
of some states to reimburse such items is inexcusable and is a violation of 
the Section 102 'a) ( 13) (E) "Boren Amendment" requirement that states provide 
reimbursement which will enable "economically operated facilities*.** to 
provide care and services in conformity with applicable State and Federal 
lavs, regulations, and quality and safety standards*" The federal govern- 
ment should require more than "assurances" that state plans meet applicable 
laws and regulations. State Medicaid Plans should be reviewed for compli- 
ance with tne law and none should be approved if they fail to provide 
reimbursement for those things required* 
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Although data that accurately compare the costs of services In large stated- 
operated Institutions with that In privately-operated programs Is difficult 
to obtain » the relicbursement of services In the state Institutions nation- 
wide Is generally higher than that for the private sector. These differ- 
ences become greater In many states following * passage of the Section 
102(b}(B}(B} amendment, which eliminated the requirement that facilities 
participating In the Medicaid program be reimbursed on a "reasonable cost- 
related basis." Regulations promulgated to Implement that amendment also 
significantly reduced Federal review of State Medicaid Plans, encouraging 
greater disparities in state reimbursement systems. As a result, it is 
increasingly difficult for the private providers to cover the costs of 
services, creating a disincentive to deinstitutionalization. Care should 
be taken to assure that state reimbursement systems do not inhibit the 
movement from state institutions to community based living arrangements. 



IV, Waiver for Home and Community Based Care ; 

Though limited in scope, the Section 2176 Home and Community Based Care 
(HCBC) Waiver enables providers to serve people in smaller community 
settings uho would otherwise be living in an ICF/MR, ICF general, skilled 
nursing facility or hospital. It is used when community services are the 
preferred and most effective option. For all but a few, the overall cost 
of services is less, and costs are spread over more funding sources* inclu- 
ding SSI to pay the cost of housing when people are not served in their 
family home. Several provisions of COBRA were designed to facilitate use 
of the Waiver. More can be done* however, to enable people to move more 
readily from institutional environments to small community settings. 

If the HCBC Waiver formula were not so restrictive, it could be used more 
effectively to prevent Institutionalization. This could forestall the 
certification of new ICFs/KR wldch may well be .developed in many states as 
those young adults who have remained at home and attended public school 
programs require alternative residential placement. As pointed out in the 
January 1986 HHS report to Congress, over the last two decades the increase 
in federal support has enabled many families to keep children with severe 
disabilities at home that in past years Mould have been placed in institu- 
tions. As these children reach young adulthood, they are no longer 
eligible for educational programs and there are few day programs available 
to take their place. This puts stress on families who are suddenly faced 
with having 24-hour responsibility for their dependent who is disabled. In 
addition, these families are agin& and will not be pible to maintain their 
dependents at hose indefinitely. Zvcry state is facing the prospect of 
having to find appropriate housing and services for this population. The 
Medicaid program is o logical resource. It should be designed to promote 
services in the least intrusive manner possible. 

The fact that the Waiver is not permanent greatly inhibits its use by 
stotes that fear termination of funding for people who have become accus- 
tomed to being supported in community settings. Many private providers 
also hesitate to begin serving people when they know the funding source may 
cease at a future date. The burden of telling people that funds no longer 
exist to serve them falls on the provider, not on the government entity 
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that terminated the program. 

NAPRFKR recommends that the Waiver be given permanent status as an optional 
program available to states under Medicaid. Encouraging the provision of 
respite care under the Waiver would also enable f/unilles to delay the out- 
o£-home placement o£ people who are disabled. 



V. Provisions of COBRA vhlch move the Medicaid program In more 
positive directions ; 

KAPRf>IR strongly supported Medicaid amendments Included In COBRA which 
required HCFA to publish regulations adopting the 1985 edition of the Life 
Safety Code In all ICFs/HR» and the more comprehensive proposed ICF/MK rule 
changes. Ve would like to take this opportunity to thank the members of 
this Committee who supported those amendments. 

NAPRFMK also supported the amendments that: enable states to obtain an 
automatic one-year renewal of their waiver » extend the x/alver renewal 
period from three to five years; permit the coverage of optional case 
management services; permit the replacement of waiver recipients who die or 
become Ineligible for services; allow higher Income malntonance standards; 
cover respiratory-dependent recipients; prohibit mandatory cost savings 
when people are served under the HCBC Waiver rather than In a Medicaid 
certified facility; and prohibit a regulatory cap on federal financial 
participation. Some of these clearly have a price tag attached. 

An additional COBRA amendment supported by NAPRFHR Is the provision that 
added flexibility and will improve services provided under hedlcald by 
enabling states that so choose to permanently reduce the number of beds in 
state institutions which are found to have deficiencies that are not life- 
threatening. This will prevent the necessity of spending huge sums of 
money on facilities that are scheduled to be phased down. If :iot hampered 
by overly restrictive regulations! this provision will enable people to 
move to more suitable environments that will encourage growth. « 

Yet another COBRA provision that will improve the delivery ot services to 
people with developmental disabilities is the inclusion of a definition of 
habilitation services within the HCBC Waiver program. We have urged HCFA 
to adopt the same definition more broadly within ICF/MR regulations to 
assure that each individual will receive the full range of services neces- 
sary to reach their full potential. A legislative mandate may be required 
before the Administration vill apply the definition to all Medicaid 
programs. 



VI. Deemed status for facilitie s accredited by national voluntary 
accrediting bodiest 

Standards published by the Accreditation Council for Services for Mentally 
Retarded and other Developmentally Disabled Persons (AC MRDD) in 1971 
provided the basis for Federal ICF/MR standards in 1974. AC MRDD standards 
have been modified several times since then and were relied upon 
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extensively for the recently published proposed ICF/KR rule changes* In 
the Supplementary Information that accompanied the proposed rules» HCFA 
stated » "In revising these standards » ve have based our proposals primarily 
on the accreditation standards published In 1983 by the [AC MRDD]» partlcu* 
larly In the Active Treatment Services section of our proposed standards*** 
A alde-by-olde comparison of current draft AC MRDD standards with proposed 
ICF/MR regulations reveals close similarities. AC MRDD, In fact, has far 
more standards devoted to client advocacy, active treatment, and the humane 
and ethical monitoring of intervention techniques, which we feel are pre- 
dictive of good services. 

NAPRFHR supports Inclusion of a provision In Federal law which would enable 
nationally recognized accrediting bodies with comparable standards to 
establish formal agreements with the Department of Health and Human 
Services for the purpose of declaring accredited facilities certified as 
ICFs/MR. Medicare law currently allows the Secretary of HHS to deem certi- 
fication of a facility If It Is determined that a national accrediting body 
provides reasonable assurance that the Medicare requirements are met as a 
consequence of such accreditation. Medicaid statute has no provision 
comparable to Section 1865(o) of the Social Security Act for Medicare 
facilities. 

The deeming of accredited facilities would reduce Medicaid costs by elimi- 
nating duplicative surveys. We understand that AC MRDD surveys are also 
far more cost-effective than are state Medicaid surveys. Both use 
professional staff, but AC MRDD uses fever for each survey and completes 
Its examination In fewer days. The effectiveness of AC MRDD* a sampling 
method Is thought to be at least partly responsible for the difference. 

The Federal look behind process could be used with accredited facilities, 
as It currently Is with those certified by State Medicaid agencies, to 
monitor the effectiveness of voluntary accreditation. 



The following statements suamarize the NAPRFMR recommendations contained in 
this document: 

o NAPRFMR is questioning the decisions of some look behind survey 
teams who are citing deficiencies that exceed the requirements of 
federal regulations. These should be discontinued. 

o HCFA adoption of the 1985 edition of the NFPA Life Safety Code 
without waivers or a phase in period recommended by NAPRFMR will 
result in immediate cost increases in the Medicaid program. Some of 
the features which might be \/aived, most specifically automatic door 
closures, are not only costly but are perceived by many to be 
inappropriate and unnecessarily restrictive in home-like settings. 

o Many of the proposed rule changes for ICFs/MR will result in a cost 
cavings to Medicaid, others recommended by NAPRFMR could increase 



SummarT of NAPRFMR Recommendations 
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the savings without diminishing the effectiveness of the program. 
Specific recocuaendatlons appear In the body of the testimony. 

o The Federal government oust assure that State Medicaid reimbursement 
systems cover the costs of services and equipment mandated by 
Federal regulotlons. 

o Care should also be taken to assure that state reimbursement systems 
do not Inhibit the movement from state Institutions to community 
based living arrangements. 

o The Section 2176 HCBC Waiver should be given permanent status as an 
optional program available to states under Medicaid, and the formula 
should be modified to prevent Institutionalization, Just as it now 
promotes deinstitutionalization. 

o Respite services should be encouraged under the HCBC Waiver program 
to help families maintain their dependents with disabilities at 
home, thus delaying or preventing out-of-home placement. 

o Federal regulations to implement provisions of COBRA must not be so 
restrictive that they impede the intention of Congress to provide 
flexibility in the Medicaid program. Specific concerns are cited in 
the testimony. 

o Deemed status should be provided in the Medicaid program as an 
option for facilities accredited by HHS approved national voluntary 
accrediting bodies whose standards are comparable to ICF/MR rules. 

o NAPRFMR strongly recommends the continuing role of Medicaid in 
supporting prograaa for people with mental retardation and related 
conditions that enable them to fulfill their potential and take 
their place in society. 



There is a growing body of documented evidence that demonstrates the cost- 
effettiveness of veil managed private residential and supportive programs. 
This is accomjilished despite the differences in reimbursement between 
publicly and privately operated programs found la most states. 

Our newsletter articles provide excellent examples of the important role 
Medicaid has played in enhancing human development and reducing individual 
reliance on government support. 

The problems we have identified in this testimony are not offered to 
provide recommendations concerning elaborate revisions in this complex 
program, though we believe comprehensive changes in Medicaid could be 
beneficial. What we have tried to do is to identify trends we as service 
providers are confronting which seem to be diminishing the cost-effective- 
ness of Medicaid. As providers who are responsible for human lives 24 



Conclusion 
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hours a day^ 365 days a year, our focus Is often on the present. The 
conflicting demands we face today are placing quality services In Jeopardy. 
On the one hand, the regulations are becoming more demanding, and on the 
other we are expected to reduce costs. The two are not compatible. 

We respectfully request your careful connideration of our testimony in your 
deliberations over ways to improve the Medicaid program. NAPRFMR and our 
.Tiembers will be available at any time if we can be of assistance to you and 
other Senate Finance Committee Members. 

Thank you for your attention. 



* * * * 
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NATIONAL ASSOCIATZC^i OF SUPZRIHTENOEHTS OF PUBLIC RESIDENTIAL 
FACILITIES FOR THE HENTALLV RETARDED 

September 6, 1986 



TITLE XIX AND PUBLIC INSTITUTIONS FOR THE MENTALLY RETARDED 



The availability o£ federal support to public residential 
facilities (PRFs) for persons who are mentally retarded has been 
Highly instnasental to and, in many cases, the primary reason for the 
treaendous improvements in the quality of services currently 
provided « 

First, Title aIX funds enabled states to Im^rease staffing 
levels significantly. In 1965. for example, the staff : resident ratio 
was approximately 1:2{ in 1981, it was 2.11:1 (Scheerenberger, 1965, 
1981} • Hot only was the number of staff increased, but also the 
diversity of their training sad experience. With Improved salaries 
and working conditions, the turnover rate was reduced appreciably. It 
was not uncocoaon in the sixties for as many as 80Z to over lOOZ of 
the staff to turn over annually. By 1980, that figure had dropped to 
less than 20Z ( Scheereuberger and Jones, 1981). This stabili^, in 
turn, rendered training and experience more meaningful, %rith a 
subsequent Improvement in resident programming. Without federal 
funds, these gains would have never been realized. 

Second, the issuance of regulations and "standards," combined 
with both state and federal surveys, produced both attitudinal and 
envxtonmental changes which resulted in the elimination of 
unwarranted dehumanising practices and the introduction of principles 
associated with the developmental model and normalisation. 

The fact that these charges have occurred is attested to by the 
recent series of federal "look*behlnd" surveys which generally 
concluded that. In all but a few instances, PRF services, while not 
always what one would completely hope for, were far from being as 
insidious as mady had proposed. 

It is fully recognized that the federal government, as well as 
most state governments, is confronted with a serious fiscal 
situation. Yet, it is Imperative that continued federal 
participation be assured, especially since many PRFs receive more 
than 50Z of their funds throtigh Title XIX. if these monies were 
teduced. it undoubtedly would adversely affect services and programs 
since, in all probability, the states would not substantially 
increase their contributions. In fact, many states have already begun 
to cut positions solely for budgetary reasons (Scheerenberger, 198Z}. 
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Further, reductions in federal funding to PRFs might well prove 
equally disastrous to cotununity prograxoming. Most states have a firm 
statutory obligation to its institutional programs. The same is often 
not true for cooanunity efforts. Thus, if PRFs became seriously 
fiscally troubled, a state may decide to redirect its community 
support back to the institution. This, indeed, would be unfortunate. 

Deinstitutionalization is at the crossroads. In the early days 
of Title XIX, many states, in order to participate in the program, 
placed many people into what, in essence, were alternative 
institutional settings, such as nursing and county homes. Over the 
years, approximately 50Z of persons discharged from PRFS went to such 
settings. Also, to avert admissions to a PRF, these sarje resources 
were used ( Scheerenberger, 1981, 1982, 1985). Thus, as both 
federal and state governments have come to realize, tens of thousands 
of mentally retarded people living in such inappropriate settings 
need to be relocated into more comcsunity-based, home-like 
environments. Combining this situation with the fact that over 90,000 
developmentally disabled persons are graduating from high school each 
year, many of whom should be living away from home, developing an 
adeqixate number of group homes with the prerequisite support services 
acd vocational opportunities presents a problem of considerable 
magnitude. 

It is also evident that the existing population in the Nation's 
PRFS consists primarily of adult, multiply handicapped, severely and 
profoundly mentally retarded persons, many of whom present serious 
behavioral problems (Scheerenberger, 1985) . These individuals are 
going to be extremely difficult to place in an alternative 
non- institutional community setting. 

In brief, the Association recognizes and appreciates the 
invaluable^ assistance of the federal government over the past dozen 
years and urgently requests its continuation in the interest of both 
residential and community programming. Alco, it is not the intent of 
the Association through this statement to discourage, in any way, the 
contdji\ied advancement and promotion of sound community programming. 
In fact, it reconfirms its 1974 position: "The National Association 
of Superintendents of Public Residential Facilities for the Mentally 
Retarded fully supports efforts toward deinstitutionalization, 
institutional reform, and acceptance of a changing role 
(National. ..,1974, p. 3). 
Respectfully submitted 

R.C. Scheerenberger, Ph.D. 
Director 

Central Wisconsin Center for the Developmentally Disabled 
317 Knutson Drive 
Madison, Wisconsin 53704 
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STATEMENT OP PETER BENNBR, EXECUTIVE DIRECTOR, COUN- 
CIL 6, AMERICAN FEDERATION OF STATE, COUNTY, AND MU- 
NICIPAL EMPLOYEES, ST. PAUL, RIN 

Mr. Bennek. Thank you. Senator, 

My name is Peter Benner. I am executive director of AFSCME 
Council 6. We -represent 18,000 employees in the State of Minneso- 
to. State and imiversity workers, among whom are approximately 
4,000 employees at the State regional centers, State hospitals. 

Our union nationally represents over 100,000 workers who care 
for ICF/MR residents. You have our statement which we would 
like to have included in the record. I will not go over that in detail 
other than to summarize a number of our recommendations, and 
then I would like to deal with what we have been doing in RGnne- 
sota with the regional centers. 

, We believe that a general review of the ICF/MR regulations 
should be undertaken to determine the applicability of the current 
standards. Arbitrary regulatioi^ should be eliminated. The r^ula- 
tions which remain should be well defined and consistent. 

Alternatives to the ICF/MR Program should retain the valuable 
existing resources and standards. We believe one of the most valua- 
ble current resources are the skill and experience of the workers 
now caring for the retarded in the State and other ICF/MR facili- 
ties. 

Finally, in^ terms of recommendations for the future, we believe 
that all parties need to fc-^ involved and participate in a change to 
the future. 

In Minnesota, our State institutions have been imder consent 
decree now for almost 10 years. Very great changes happened in 
those 10 years: many fewer residents, many more staff, costs for 
that entire time have continued to go up for reasons that have al- 
ready been described. 

^ We are at a stage now where closure of the institutions one at a 
time IS the probable next step. The politics at the State level of 
dealmg with a change to the future start to get very difficult, very 
tense, when there starts to be losers. We now have caps on commu- 
nity ICF/MR beds; private sector providers also are being encour- 
aged to decertify beds. 

For much of the last 10 years our union and our members in 
Mmnesota I tliink have been seen as part of the problem by many 
advocates of change. It was said that our members worked in the 
institutions,^ and therefore were incapable of caring for recipients 
of our services and had behavior traits and characteristics that 
somehow should not be allowed to find their way into the new 
system. We obviously disagreed with that. Our members disagree 
with that strongly. 

Both we, the members of the executive branch and members of 
the legislature, and members of advocacy groups, have been trying 
to find common groimd to move in a new direction, and that has 
been a very difficult set of discussions, I think internally within 
eadi of our organizations and between our different organizations. 

One thing we are now doing— and we are doing this with a com- 
bustion of waiver money and funding from the Federal Mediation 
and Conciliation Service for labor management grants, labor man- 
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agement cooperation— is to get into the business of providing State- 
run community facilities that are less than ICF/MR level of care. 
Our first home opened just within the last week outside of Thera- 
bough, MI, and what we are hopeful that this will do is provide a 
common direction for the future which meets the needs of parents 
WHO would like to see their relatives moved out of the institution. 
It meets the needs of our members, which allows them to continue 
to provide care, and helps deal with some of the double funding 
problems that have already been discussed here today. 

I VtTOuld be more than willing to get into this more fifter the red 
light ends. Thank you. 

Senator Durenberger. Thank you veiy much. 

[The prepared written statement of Mr. Benner follows:] 
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Good afternoon, my name is Pete Benner. I am 
Executive Director of Council 6 of the American 
Federation of State, County and Municipal Employees, 
covering Minnesota's state workers. 

I speak on behalf of 4,000 Minnesota institutional 
and community -based workers. Overall, aFSCME represents 
100,000 workers who care for ICF/MR recipients. 

In the past five ye^rr increasing scrutiny has been 
directed toward federal aicaid expenditures for our 
nation's developraentally disabled population. 
Legislators and federal administrators, seeking ways to 
counteract the burgeoning federal budget deficit, have 
begun examining federal domestic initiatives program-by- 
program. Many activists in the mental 
retardation/developmental disability field, disgruntled 
with the disproportionate share of Medicaid funding 
directed towards large ICF/MR institutions, have sought 
ways to retain funding levels while shifting expenditures 
away from institutional settings into community-based 
systems. At the same time, parents and relatives of 
residents have sought a stable environment for their 
relative regardless of setting. This hearing represents 
an attempt to examine the background of the debate 
surrounding the Medicaid ICF/MR program. 

My home state Minnesota has participated 
extensively in the ICF/MR program. In Minnesota alone 
over 1,000 individwAis receive care in large public 
institutions, whilvr over 5,000 residents reside in 
private community-based ICF/MR facilities. Though 
Minnesota hau used the ICF/MR program more than any other 
state to develop community-based facilities, very few 
severely disabled individuals have been moved to private 
sector ICF/MRs. Eighty-five percent of those individuals 
remaining in the sta* 's regional centers are severely or 
profoundly disabled. 



CuUniVf.VMb 



Currently, through the use of a Federal Mediation 
and Conciliation Service grant, our union and the States 
of Wisconsin and Minnesota are attempting to use labor- 
management cooperation to imporve state provided care for 
the developraentally disabled in institutional and 
community-based settings. I will discuss this state- 
operated cofttinuum of service later. 
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ICF/MR Costs 

There is no question a dramatic growth in ICF/MR 
expenditures has occurred over the past decade. Few, if any 
individuals involved in the day-to-day care of developmentally 
disabled individuals though would consider those expenditures an 
unwise investment. 

It is important to examine why the Medicaid ICF/MR program 
appears to be an easy target for budget cutters. 

First, there is no hiding the rapid growth in ICF/MR 
expenditures over the past decade. As Senator Packwood has 
noted, in 1976 the Medi*^aid ICF/MR progcam serv.ed 89,000 persons 
at a tota? cost of $635 milHon. In 1985 $4.7 billion was spent 
providing care and services for 146,000 developmentally disabled 
persons. Second, many critics of the ICF/Mlx program argue that 
funding is inequitably distributed. For example, in 1980, 
approximately 150,000, or 6% of those with mental retardation 
nationwide, received ICF/MR services. 

Other detractors cite the ICF/MR program as the most costly 
componeiit of Medicaid: with ICF/MR recipients constituting only 
.7% of the total number of Medicaid recipients, but 
simultaneously representing 12% of the total cost of Medicaid. 
On the surface these statistics would argue for reform of the 
ICF/MR program. A cursory view of aggregate data, though, leaves 
one with little insight into what the ICF/MR program is actually 
providing in 198 6. 



ICF/MR Benefits 

To fully understand cost allocations m the Medicaid ICF/MR 
program, one must examine service recipients and services 
received. Moreover, a historical perspective should be added to 
this analysis by comparing these factors in their present form to 
the same elements a decade ago. 

Today, roughly 146,000 individuals receive care and services 
under the ICF/MR program. The vast majority of these individuals 
are severely or profoundly disabled. Compared to the total 
population of mentally retarded individuals, 50% of whom are 
moderately to profoundly disabled, over 80% of individuals who 
are ICF/MR beneficiaries and who are residing in public sector 
institutions are severely or profoundly disabled. 

The proportion of institutionalized residents who are 
profoundly retarded has increased steadily from 15% m 1939 to 
57% m 1982. The number of profoundly retarded individuals' who 
were institutionalized uctuall^ increased from 51,000 m 1965 to 
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68,000 in 1982.(1) Colorado predicts a 15% rise in this 
population alone by 1995.(2) Thus, the argument can be made that 
public institutions have become primarily dedicated to the care 
of profoundly retarded people. 

Cost of care for the medically fragile and profoundly 
disabled is significantly higher than for groups with lesser 
disabilities regardless of setting. Thus, the changing resident 
characteristics have contributed to higher costs over time. 
While fewer developmen tally disabled persons received ICF/MR 
services ten years ago, the percentage of mildly and moderately 
disabled Medicaid recipients was higher. 

Some argue that closure of large public; institutions will 
greatly reduce ICF/MR costs. This argument completely overlooks 
the characteristics of current institutional residents. 
Moreover, this argument is not supported by academic studies. 
Very few studies document lower cost for community settings 
compared with institutional facilities. The federal home and 
community-based waiver program, which permits states to provide 
home and community-based care if costs are lower than those in 
institutional settings, has been opposed by the Reagan 
adiminstration because experience nationwide reveals it has been 
more costly to provide services in the community . (3) 

Comparative studies showing community-based care to be 
cheaper than institutional care either compared groups with 
different disability levels or different levels of service 
provided. Studies in California, Washington and Florida 
concluded that community placements are no less costly than 
institutional care when all required services are provided and 
that significant cost "savings" only appear when specialized 
services are not provided, are unavailable or are 
underutilized. (4) 

The current body of research documenting cost studies of 
care for the mentally retarded, according to the most recent 
survey commissioned by the Federal government, cannot 
substantiate claims that either institutional care or community- 
based care is consistently less expensive. If a cost advantage 
exists in the community, concludes the survey, it is due in large 
measure to low effective wage rates. (5) 

Moreover, as the most severely disabled individuals move 
from institutional to community facilities, the overall cost of 
care will rise. In part, this cost expansion is due to the loss 
of economies of scale found in congregate living facilities. 
Staffing, medical, transportation and supply costs may all rise 
because of this organizational disaggregation. Without effective 
federal oversight, cost cutting by entrepreneurs may harm quality 
care in the community. 
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In the past decade, behavioral research, technological 
innovations, and changing ICF/MR program expectatioai have led to 
higher Medicaid costs. At the time of the ICF/MR provision 
enactment in 1971, cost was a secondary factor to Congress, what 
was uppermost in the minds of Congresspersons was meeting the 
unmet needs of mentally retarded individuals residing in public 
institutions. Thus, the ICF/MR program wc 3 designed as an 
incentive to induce state reform . According to one authoritati .c 
source: 



Unlike the iCF-general, the ICF/MR program 
was not conceptualized as a means to a cost 
savings, but instead as a means to expand 
Medicaid coverage to a specific population 
whose general quality of care was an 
increasing well publicized national 
scandal . (6) 



Creation of the ICF/MR program went bejond simply providing 
an alternative to nursing home care. Unlike the SNF and ICF 
enabling legislation, the ICF/MR language required the provision 
of "active treatment" in order to qualify fci federal financial 
participation, while ill defined in statute and committee 
reports, active treatment has remained a key criterion 
distinguishing the ICF/MR program from its nursing home 
counterparts. Besides the active treatment requirement, ICF/MR 
regulations raised quality care standards in public institutions 
to levels previously believed unattainable. Though the 
development of active treatment has been hampered by lack of 
funding for staffing and staff training, recent efforts have led 
to marked improvements in treatment delivery. 

Compliance with the full ICF/MR regulations way not 
mandatory until 1977 and in the case of some provisions until 
1982. Following enactment of the new standards, physical plant 
and staffing costs esclated rapidly to meet the impending 
regulations. For example, in 1976, Wrentham State Hospital in 
Massachusetts had 2,200 residents and 700 staff. Today, Wrentham 
has 700 residents and 2,400 staff members. (7) while staffing and 
related costs have grown dramatically at Wrentham over the past 
decade, active treatment is possible whereas in 1976 serious 
understaf f ing problems negated any opportunity for quality care. 

Despite the threat of Medicaid funding disallowances, the 
introduction of active treatment has developed slowly in some 
facilities. Lack of a clear definition of active treatment, the 
reluctance of federal administrators to conduct look-behind 
surveys, and apparent state ICF/MR compliance led to a chaotic 
monitoring process and continual substandard care. In essence, 
the physical features of the human warehouses of the past were 
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dramatically imyroved but treatment and habilitation lagged 
behind capital improvenents in some facilities. 

Since a series of Congressional hearings in 1984, the Health 
Care Financing Administration has added staff and has conducted 
an enormous number of audits and look behind surveys* These 
actions have led to tense federal-state negotiations and to 
Medicaid disallowances, but at the same time in many instances 
residents in institutional settings are now receiving better 
care* This emphasis on individual care, as outlined in the 1985 
HCFA rule and regulations regarding active treatment, has greatly 
benefitted residents but has simultaneously added substantial 
additional costs to the ICF/MR prpgram. 



Review Process 

To understand the problems inherent in the survey process 
and the costs involved, let me describe the process whereby a 
typical institution is reviewed by federal investigators. Since 
most, if not all, large public institutions have been surveyed in 
the past several years it is possible to analyze patterns found 
in these surveys* 

In 1985, a National Association of Superintendents of Public 
Residential Facilities for the Mentally Retarded (NASPRFMR) study 
of look-b.ehind surveys in 73 facilities revealed that Federal 
surveys consistently found a lack of active treatment, and 
inadequate participation of professional staff ana inadequate 
development of behavior programs* (8) State surveyoi-C also 
typically found institutions lacking active treatment programs 
but, unlike federal surveyors, found nursing and dietary concerns 
as the second and third most cited deficiencies* Thus, while 
most evaluators agree active treatment is uniformly missing in 
most institutional settings, there is little agreement on other 
deficiencies and considerable disagreement concerning how to 
remedy active treatment deficiencies* 

On the surface it would appear all parties involved in 
ICF/MR compliance proceedings are working towards the same goals, 
namely improved quality care for residents. How to achieve that 
end generates considerable debate* In our experience, federal 
surveyors have received a mandate, be it a cost-conscious or a 
quality care mandate, to conduct serious surveys and disallow 
funds where applicable* Unfortunately, the renewed focus began 
without a designated active treatment definition, protocol or 
uniform application* As late as the summer of 1985, surveyors 
did not use any protocal for surveys in 17 of 11 institutions . (9) 
Despite initial setbacks, exhaustive federal surveys have been 
completed for most public residential facilities* 
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While most state mental retardation officials and state 
legislatures ultimately cooperate to achieve compliance, these 
same state policymakers are examining limited funding sources as 
closely as are federal legislators. Increases in developmental 
center appropriations may limit road building or advances in 
public education* Thus, in many inr.tances, a subtle process of 
brinksmanship occurs where parents, advocates and worker 
representatives shuttle between the two parties attempting to 
produce an acceptable resolution* 

Furthermore, because of budgetary constraints, states for 
some time have been trying to close large costly institutions* 
The pace of this phasedown has markedly slowed as resident 
characteristics have changed* Moreover, methods of developing 
and monitoring privatized community-based facilities for 
profoundly disabled individuals have not been as easy to develop 
as those for mild and moderately disabled persons* 

Faced with multiple aqtive treatment deficiencies and 
assorted Qualified Mental Retardation Professional and direct 
care stafi! utilization citations, most state administrators must 
immediately add considerable staff at all levels i must develop a 
'iable active treatment plan and must demonstrate that such 
changes are permanent* In our experience facilities have had to 
e»dd from 100 to 300 FTEs to comply with current active treatment 
regulations* In numerous proceedings, in Iowa, Kansas, Wisconsin 
to name a few, our union has chosen to actively participate in 
the survey process, either requesting specific interpretations 
from federal surveyors or consulting outside active treatment 
specialists who assist the state in developing correction plans* 
In Iowa, for example, AFSCME was confronted with a state 
administration reluctant to increase staffing at one 
developmental center with serious active treatment deficiencies* 
Our union became actively involved in the survey process and 
successfully lobbied the Iowa legislatiure for additional 
staffing positions which .ultimately met Federal regulations* 

We believe surveys should be uniform from jurisdiction to 
jurisdiction* The development of well defined, consistant 
standards that are not arbitrary should be continued* Moreover, 
all parties, including workers, should have input in the survey 
process* 



ICF/MR Program Alternatives 

A number of plans to reform the ICF/MR program have been 
discussed over the past five years* State mental retardation 
administrator.*} have recommended capping the overall allotment of 
federal ICF/MR dollars in exchange for drastic changes in ICF/MR 
regulations and for greater state program flexibility* The 
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Medicaid 2176 Waiver program was an attempt to both contain costs 
and bypass the need for institutional placement. The results of 
the waiver program have not been totally conclusive. Very little 
client level information comparing waiver recipients to 
institutional ICF/HR recipients has been forthcoming. 

The Cos-jnunity and Family Living Amendments <C£LA) supporte<3 
by the Association for Retarded Citizens and champio<:9d by 
Senator Chafee of Rhode island was initially designed to rapidly 
close public institutions and shift Medicaid ICF/MR funding to 
community facilities. Supporters of the legislation highlighted 
tremendous cost savings accruing to the ICF/MR program based on 
the block grant method of funding. Evidence for such cost 
containment has never been documented and subsequent revisions of 
the CFLAs have downplayed the predicted cost savings of the 
legislation. The amendments would also allow states to draft 
their own regulations, permitting tremendous variations between 
states. The lack of uniCorm standards would create an extremely 
chaotic survey process. 

The COBRA provision allowing alternative ICf/MR plans of 
correction to be submitted to HHS when non-threate.iing 
deficiencies are found, is, like the CFLAs, a 
deinstitutionalization plan without much concern for community 
support built into the outcome. Evidence from around the country 
indicates many community systems face their own serious 
deficiencies. (10) Thus, reductions in ICF/MR funding may prevent 
both development of quality community-based service delivery 
systems as well as complete development of active treatment 
programs in existing facilities. 



AFSCME Reform Efforts 

Any alternatives to current ICF/MR legislation should retain 
the valuable existing resources and standards. These resources 
include the skills and experience of workers. Moreover, any 
future regulatory flexibility should be built on a strong base of 
uniform regulations that guarantee quality care across all 
jurisdictions. 

In order to increase the number of developmentally disabled 
persons who '•an live in the community and in order to maintain 
quality care, our union has promoted for more than a decade the 
development of state-operated community-based facilities. For 
some individuals, institutions remain the least restrictive 
environment. For other severely disabled persons, discrimination 
by private sector vendors has left no opportunity for community- 
based living. By April, 198^, thirteen states had developed some 
form of state-operated community residences for mentally retarded 
persons. Colorado, Connecticut, Massachusetts, New York and 
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Rhode Island are committed to extensive state-opecated community- 
based facility systems. Sixty percent of all new community 
facilities for the mentally retarded in Massachusetts will be 
state-operated. 

Rhode Island has recently announced plans to close its 
developmental center by 1991. If compl<>ted on schedule, Rhode 
Island would be the first state in the country without a large 
public ICF/MR institution. The progress in Rhode Island has in 
large part stemmed from an historic agreement signed m 1979 
between AFSCME, Council 94 and the State of Rhode Island 
emphasizing the least restrictive environment for residents and 
transfers without layoffs for workers. All parties in Rhode 
Island have worked closely to develop one of the best community 
service delivery systems in the country. 

State-operated community facility programs permit access to 
caire, accountability and continuity of care. In general, greater 
state monitoring, higher staffing ratios and lower worker 
turnover allow a level of quality of care for the most vulnerable 
segement of our population. 

In my home state Minnesota, and in Wisconsin, through the 
use of FMCS funded labor-management committees, we are engaged in 
labor-management planning for the development of state-operated 
community facilities, in Minnesota several state-operated 
community facilities will open in the next several months. 
Severely disabled residents currently living in state 
institutions will move along with state workers currently 
employed in these facilities to the newly created community 
homes. A state-operated continuum of care system, from 
institutional to community settings and beyond, is not 
necessarily a cost containment measure but at a minimum 
accountability and continuity of care are insured. « 

Our union has conducted ^:lmerous seminars for membership 
around tha country explaining and interpreting active treatment. 
Moreover, we have employed :>nd coiisulted with numerous active 
treatment specialists to af.sist both individual facilities and 
state adn'.Anisbrators in the development of new policies and 
procedt' :s. 

Lasw, the InternationiJ staff and Council staff from around 
the country have actively {participated m review proceedings. 
Our mt^mbers are dedicated to the provision of active treatment 
for the mentally retarded. As a union we intend to campaign for 
the resources needed to guarantee quality care. 



* 
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Limiting or reducing Medicaid ICF/MR funding will only 
produce disastrous results for present and future Medicaid 
recipients. As has been mentioned, in some states the number of 
severely and profoundly disabled individuals will rise in the 
future. These individuals must be guaranteed appropriate care 
and habilitation. Now, more than ever, residents ate receiving 
the care they need thanks to uniform federal enforcement* If 
states or the private sector are unwiDing or unable to care for 
the most severely disabled, then the federal government should 
continue to provide that care through the ICF/MR progiAm, 
Certainly, the survey process can be greatly refineti to guaranttse 
uniform outcomes. If abrbitrary standards exist, they should be 
eliminated. States should be induced to develop quality 
continuums of care. Before greater regulatory flexibility 
inducements are allowed, though, we must insure existing 
regulations are well defined and consistant. Only from this 
foundation can uniform quality care be developed. 

We muflt not repeat the problems encountered in the nursing 
home ICF industry. For years chain nursing homes operators have 
emphasized Medicaid reimbursement rates over quality care. For 
years scandals have rocked that industry. Entrepreneurs and 
chain operators are now seeking to penetrate the fledging 
industry of c&re Cor the rcontally retarded. The ICF/MR program 
was originally designed to tjjake up for the shortcominrjs of 
various states and to shield resident care from unscirupulous 
vendors. We must insure futuce ICF/MR funding will presc-tve 
these goals. 
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Senator Durenberger. Let me defer to my colleague from Rhode 
Island, Senator Chafee. 

Senator Chafee. Thank you, Mr. Chairman. 

Mr. Benner, I would make one correction if I might on your testi- 
mony on page 11 toward the bottom of the page. You are referring 
to the community and family living amendment supported by the 
ARC and championed by Senator Chafee in Rhode Island. And 
then you say. Supporters of the legislation highlighted tremen- 
dous cost savings accruing to the ICF/MR Program based on the 
block grant method of funding." 

I would demur there. No one, neither I nor any of those who 
have been pressing the CFLA Program, the amendments, have 
highlighted cost savings. We have suggested that possibly that is 
true. It might well be a fringe benefit, as 1 have mentioned here in 
my remarks, but that was never the driving force of the CFLA. 

The driving force for it was that we strongly believe that an indi- 
vidual reaches his or her greater potential in a community-based 
setting. The costs have not been highlighted. And maybe there are 
more; we think there are less. But that is not a highlight of the 
program. 

Secondly, I would like to refer to what you say on page 13, which 
is absolutely true, that Rhode Island is moving ahead, and we have 
had an excellent relationship, our State administrators, with the 
AFSCME, the State employees. And, indeed, we do have State-nm 
facilities and it has worked out very, very successfully, emphasiz- 
ing, as you say, the least restrictive environment for the residents. 

So that has been an extremely happy facility, a happy arrange- 
ment, and it hv^ succeeded because not only has the StLte and the 
people been dedicated— there has been very careful preparation— 
but the State employees have cooperated. 

So I want to express to you, and through you to our State em- 
ployees who are members of your association, my gratitude for 
that. 

Mr. Benner. Thank you. Senator. 

Senator Chafee. Thank you. 

I want to thank the other witnesses too. 

Dr. Scheerenberger. I would like to add one comment. I meant to 
^ad then forgot to. 

In this planning as we go along, I hope y;e will revise our think- 
ing about the parents. There have been a goodly number of parents 
who have taken— and I see no one is speaMng to represent them— 
that have taken a tremendous amount of personal and social abuse 
in their feelings about what is in the best interest to their young- 
sters. And I hope we don't lose sight of the parents and their feel- 
ings in all of this, and that they will, in fact, be a genuine partner 
in whatever decisions are being made. 

Thank you. 

Senator Durenberger. Thank you. 
George, do you have any questions? 

Senator Mftchell. Mr. CSiairman, I would just like to ask Miss 
Brooks, in your r/ritten testimony you advocate making the Medic- 
aid 2176 waiver permanent. La Mamt, has this waiver been benefi- 
cii to the delivery of services to the develo^^mentally disabled, and 
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how would a permanent waiver help to improve the delivery of 
services? 

^ Ms. Brooks. It would help by cutting down on the amount of 
tune, bureaucracy and frustration that it takes to regularly renew 
the waiver. Maine has just gone through a very difficult period of 
time where it thought that due to the COBRA provision, it would 
be able to renew its existing waiver, but found that it could not do 
that, and it put resource development on hold for a lot of people 
ready to move out of the institution because the Federal Govern- 
ment found problems with that waiver. We are now in a 1-year ex- 
tension. If it were a permanent waiver, we would have just gone on 
providing services. 

Senator MrrcHELL. Do you believe there is a role for large insti- 
tutions in the treatment of the developmentally disabled or do you 
think that large facilities should be phased out entirely? 

Ms. Brooks. I have to remove myself from representing my na- 
tional association and comment to you as a provider from the State 
of Maine. 

I don't think there is a role. I go to Pmeland frequently, and I 
have not met a person at Pineland who I believe cannot be served 
m the community. 

Senator Mitchell. Thank you. Miss Brooks. 

Senator Dureneerger. I thank all of the witnesses for your testi- 
mony and your patience with this long hearing. I appreciate that a 
lot. 

Our next panel is composed of Ruth Luckasson, the chairperson 
of the Legislative and Social Issues Committee of the American As- 
sociation on Mental Deficiency, from Albuquerque; and Dr. Colleen 
Wieck, the executive director of the Minnesota Governor's Plan- 
nmg Council on Developmental Disabilities, from St. Paul, and she 
IS also Chair of the Public Policy Committee of the National Asso- 
ciation of Developmental Disabilities Councils. 

Senator Chafee. Was there a chartered plane that came from 
Mmnesota today? [Laughter.] 

Senator Durenberger. Bargain rates from Northwest. We only 
have one airline now. 

Senator Chafee. Who is liome tending the store? 

Senator Durenbek^sr. Ruth, I guess you were introduced first. 
We welcome you here t^ay. And your statement is part of the 
record. You may proceed, to summarize it. 

STATEMENT OF RUTH LUCKASSON CHAIRPERSON, LEGAL AND 
SOCIAL ISSUES COMMITTEE, AMERICAN ASSOCIATION ON 
MENTAL DEFICIENCY, ALBUQUERQUE, NM 

Ms. Luckasson. Thank you very much for the opportunity to 
appear before you today. 

The American Association on Mental Deficiency is the oldest and 
largest mterdisciplinary organization of professionals who work ex- 
clusively m the field of mental retardation. The total membership 
IS almost 10,000 professionals nationwide. These professionals are 
orcanized into a number of divisions, including such examples as 
administration, legal process, medicine, nursing, recreation, occupa- 
tional therapy, et cetera. The Association does reflect the broad 
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perspectives of diverse disciplines concerned with the problems of 
mental retardation. The Association annually prepsires legislative 
goals in order to identify issues and positions important to the lives 
of individuals with mental retardation. 

The Association is committed to supporting the highest standard 
of services, training and research in the field of mental retarda- 
tion. This longstanding commitment leads us to support the cre- 
ation of appropriate community living arrangements and support- 
ive services that will enhance the lives of disabled individuals and 
allow them to participate with other citizens in their home commu- 
nities. 

Recognizing the himian dignity and potential of all individuals 
with mental retardation, one of the stated goals of the Association 
in its constitution is "to promote the development of appropriate 
community based services for people with mental retardation. ' 

The great successes that Congress initiated in creating equal edu- 
cational opportimities for children with handicaps should not 
frustrated by now denying adult opportimities to those same chil- 
dren. These children are graduating from excellent public educa- 
tion programs with the skills, or the preliminary skills, for commu- 
nity participation and rich lives, and they are discovering a resi- 
dential service system left over from the days when handicapped 
people were denied full citizenship, removed from their families 
and placed in isolated institutions for an entire lifetime without 
any sort of educational opportunities at aU. 

The history, by the way, has been described by Justice Stevens as 
''grotesque." 

^ The skills and independence that these children and their fami- 
lies^ worked so hard to gain in schc j1, and the faith and trust of 
their families that handicapped children were no longer going to be 
excluded from participation as citizens, require that the adult serv- 
ice system respond to the real needs of citizens. 

I urge that States be given more funding flexibility as they 
create and maintain living arrangements and service systems for 
people v/ith mental retardation. 

I suggest that the title XIX Waiver Program is not adequate for 
all of the reasons that you have heard today. And in addition, I 
would like to suggest that the enlightened State administrators 
that you have had testifying before you today do not represent the 
larger number of State administrators. 

I also urge that the Federal Government not abandon its critical 
role in protecting the lives of indi.iduals 'vith disabilities. It is im- 
perative thai the Federal Government establish and enforce pro- 
gram standards and periodic review to assure that disabled individ- 
uals have access to habilitation and residential services that are 
consistent with the standards of the profession. 

Independent monitoring systems that will protect the rights and 
dignity of vulnerable disabled people are also essential. And the 
Federal Government must assure that citizens with mental retar- 
dation are provided due process protection as they are admitted, 
transferred, and discharged from residential programs. 

A study recently completed in New Mexico suggcats that tnosa 
very provisions for monitoring and review must anticipate and ac- 
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commodate appropriate movement of clients as they progress to 
less restrictive settings between community facilities. 

Tlie^ American Association on Mental Deficiency is strongly com- 
mitted to a more appropriate system of Federal funding for mental 
retardation services, and we stand ready to be of assistance as we 
can. 

Thank you. 

[The prepared written statement of Ms. Luckasson follows:] 
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HEARING BEFORE THE SENATE FINANCE COHMITTEE 
SUBCOMMITTEE ON HEALTH 
K^^HIKGTON, D.C. 
September 19 ^ 1986 

Ruth Luckasson 

Chairr Legal and Social Issues Committee 
American Association on Mental Deficiency 



Thank you for the opportunity to appear before you today 
and to testify on this crucial issue of how the Medicaid program 
can more adequately respond to the needs of individuals with 
mental retardation. I am Ruth Luckasson r an attorney and 
Associate Professor of Special Education at the University of 
New Mexico. I am the Coordinator of Mental Retardation Programs 
at the University. I served as co-counsel for a consortium of 
disability professional organizations in Amicus Curiae briefs 
before the United States Supreme Court in the recent cases of 
Bowen v. American Hospital Association (the Baby Doe case), 106 
S.Ct. 2101 (1986), and City of Cleburne v. Cleburne Living 
Center (discriminatory zoning against people with disabilities), 
105 S. Ct. 3249 (1986). I am also the Chair of the Legal and 
Social Issues Committee of the American Association on Mental 
Deficiency (AAMD) end I am testifying today in that capacity. I 
request permission to submit for the record the ^986 Legislative 
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Goals document of the American Association on Mental Deficiency 
as well as the Association's 1984 position paper on conanunity 
living for individuals with mental retardation. 

The American Association on Mental Deficiency is the oldest 
and largest interdisciplinary organization of professionals who 
work exclusively in the field of mental retardation. The total 
membership of almost 10,000 professionals nationwide is 
organized into divisions and subdivisions in the following 
areas: Administration; Communication Disor'Ts; Education; 
General; Legal Process; Medicine; Nursing; Occupational and 
Physical Therapy; Private Residential Facilities; Psychology; 
Religion; Resident Living; Social Work; Vocational 
Rehabilitation; Nutrition and Dietetics; Recreation; and 
Community Living. The Association thus reflects the broad 
perspectives of diverse disciplines concerned with the problems 
of mental retardation. The Association prepares legislative 
goals each year in orcor to identify issues and positions 
important to the lives of individuals with mental retardation, 
and engages in other activities such as Amicus Curiae briefs and 
public education in order to improve the understanding of public 
officials and the general public of the needs of people with 
mental disabilities. 

The Association is committed to supporting the highest 
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standard of services, training and research in the field of 
mental retardation. This longstanding commitment leads us to 
support the creation of appropriate communi^v living 
arrangements and supportive services that will enhance the lives 
of disabled individuals and allow them to participate with other 
citizens in their home communities* Recognizing the human 
dignity and potential of all individuals with mental 
retardation, one of the stated goals of the Association in its 
constitution is "to promote the development of appropriate 
community based services for people with mental retardation" 
(AAMD Constitution, art. II gj. 

The two principal accomplishments in the field of mental 
retardation in the last two decades are universal educability 
(as reflected in the Education for All Handicapped Children Act 
of 1975) and a recognition that the provision of residential and 
other services should occur in more normalizing environments and 
consistent with the least restrictive environment principal (as 
reflected in the E>evelopmentally Disabled Assistance and Bill of 
Rights Act of 1975). When iw passed the the Education for All 
Handicapped Children Act (EAHCA), Congress found that the 
special education needs of handicapped children were not being 
met, that the children did not have equality of opportunity, 
that families were being forced to find services outside of the 
public schools often at great distance from the family home and 
at their own expense, that the state and local agencies could 
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not fulfill their responsibilities without additional resources, 
and that it was "in the national interest that the Federal 
Government assist State and local efforts to provide programs to 
meet the education-.l needs of handicapped children in order to 
assure equal protection of the law" (Public Law 94-142, 20 
U.S.C. section 1400). 

In the Developmen tally Disabled Assistance and Bill of 
Rights Act, Congress found **(1) Persons with developmental 
disabilities have a right to ^propriate treatment, services, 
and habilitation for such disabilities" and "(2) The treatment, 
services, and habilitation for a person with developmental 
disabilities should be designed to maximize the developmental 
potential of the person and should be provided in the setting 
that is least restrictive of tlie person's personal liberty" (42 
U.S.C. section 6010). Conyi.ess has recognized these community 
living rights on the one hand, but the federal government has 
impeded their implementation on the other hand by leaving in 
place a funding mechanism that promotes unnecessary 
institutionalization. 

The great successes that Congress initiated in creating 
equal educational opportunities fcr children with handicaps 
should not be frustrated by denying adult opportunities to these 
same children. These children are now graduating from excellent 
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public education programs with the skills for community 
participation and rich lives, and discovering a residential 
service system left over from the days when handicapped people 
were denied full citizenship, removed from their families and 
placed in isolated institutions lor cn entire lifetime (for a 
description of the history of discrimination against people with 
mental retardation, a history Justice Stevons described as 
"grotesguo^f see Ellis and Luckasson 1986a). The skills and 
independence that these children and their families worked so 
hard to gain in school, and the faith and trust of their 
families that handicapped children were no longer going to be 
excluded from participation as citizens, require that the adult 
service system respond to the real needs of citizens with mental 
retardation. 

Unnecessary and debilitating institutionalization must end* 
Congress has recognized this* Reserirchers , scholars, families, 
and the disabled individuals themselves have recognized the 
potential c:: disabled individuals to live and work in the 
community, near family and friends* However, the funding 
mechanisms necessary to implement proper living arrangements 
have not only lagged behind, but have actually sustained an 
outdated model of service delivery, at great cost both 
financially and in terms of harm to disabled citizens* 

The federal government has an important role in assuring 
high quality, adequately funded services and environments for 
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all individals with mental retardation, regardless o£ age« The 
manner in which the federal government exercises that role will 
largely determine where mentally retarded people live, what the 
quality of their environments will be, what services they 
receive, and whether they have opportunities to develop their 
potential. 

To date, federal funding policy has promoted and supported 
unnecessary institutionalization of disabled people. Under 
Medicaid, large amounts of money have been available to remove 
persons with mental retardation from their homes and communities 
and place them in isolated large facilities, but only very small 
amounts have been available for support to families so that they 
can assist the person in their homes o. for other services which 
could prevent or postpone out-of-home placement. While some 
flexibility has been available under the so-called waiver 
program, it has been inadequate — the waiver program is a 
"waiver" from the program's primary direction and operating 
presumptions in favor of institutionalization. It is critically 
flawed in that it is time-limited, subject to the reluctance of 
some state bureaucrats to challenge outmoded but entrenched 
institutions, granted solely at the discretion of the Secretary, 
and insufficiently stable to create the trust needed by families 
and disabled individuals as they make plans for their futures. 

Over the last decade members of our organization as well as 
other professionals in the field have gained a great deal of 
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experience in creating and operating community services for 
persons with mental retardation* Most o£ these e££orts have been 
funded in an ad hoc manner at the state and local level. These 
e££orts have been studied by social scientists (see especially 
the work o£ Braddock), and we now have a voluminous literature 
on the ability o£ disabled individuals to live successfully in 
the community and the ability o£ professionals to create and 
operate community services* I draw your attention to the 
Pennhurst Longitudinal Study by Conroy and Bradley end the 
detailed recommendations found at the end of the study* 

But one of the questions remaining has been whether 
individuals with mental retardation could continue to grow and 
learn after they were placed ir a community livir^ system* Two 
colleagues and I have recently had occasion to study almost 300 
individuals who live in group homes of varying levels of 
restriction in Albuquerque^ New Mexico* One of the questions we 
were interested in was the extent to which these individuals' 
residential and service needs would change even after chey 
reached a group home* (Traditionally ^ merely reaching the group 
home has been regarded as a succesoZul placement*) We 
investigated whether individuals moved "up the ladder" to less 
restrictive placements and "down the ladder" to more restrictive 
placements during their time in a community service system* We 
calculated the movement rates of indiviouals who have mental 
retardation as they moved from more restrictive settings to less 
restrictive settings wi'hin a community service system. Our data 
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showed that over a three year period, an average of 23% of the 
residents moved each year to less restrictive living 
arrangements including independent apartments^ Our data showed 
an average of 4% of the residents moved down the ladder to more 
restrictive placements, including back to the institution. For 
our purposes today, I believe that the important point is that 
people with mental retardation can grow and learn over time and 
that their service needs and preferences can change over time. 
Funding mechanisms must recognize, anticipate and even encourage 
this flexibility* 

I urge that states be given more funding flexibility as 
they create and maintain living arrangements and service systems 
for people with mental retardation. But I also urge that the 
federal government not abandon its critical role in protecting 
the lives of individuals with disabilities. It is ir.pcrativo 
that the federal government establish and enforce program 
standards and periodic review to assure t*>at disabled 
individuals have access to habilitation and residential services 
that are consistent with the standards of the profession. 
Independent monitoring systems that wi]l protect the rights and 
dignity of vulnerable disabled people are also essential. And 
the federal government must '•ssure that citizens with mental 
retardation are provided due process protections as they are 
admitted, transferred and discharged from residential programs. 
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Our study suggests that these provisions for monitoring and 
review must anticipate and accomodate appropriate movement of 
clionts betweon community facilities* 

The American Association on Mental Deficiency is strongly 
committed to a more appropriate system of federal funding for 
mental retardation services and we stand ready to be of 
assistance to the Congress in any way we can as Congress seeks 
to address this most urgent problem in the lives of citizens 
with mental retardation* 
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Senator Durenberger. Thank you very much. 

Coleen, it is just great to have you here today. And I don't mind 
the fact that there are a lot of Minnesotans here. I am proud of all 
of you. 

STATEMENT OP COLLEEN WIECK, PH.D., EXECUTIVE DIRECTOR, 
MINNESOTA GOVERNOR'S PLANNING COUNCIL ON DEVELOP- 
MENTAL DISABILITIES, ST. PAUL, MN; VICE PRESIDENT AND 
CHAIR, PUBLIC POLICY COMMITTEE, NATIONAL ASSOCIATION 
OF DEVELOPMENTAL DISABILITIES COUNCILS 

Dr. WiECK. Thank you, Mr. Chairman, and members of the com- 
mittee. My name is Colleen Wieck, and on behalf of all the State 
developmental disabilities coimcils, we appreciate the opportunity 
to testify on needed changes in the Medicaid Program. 

Developmental disabilities coimcils are in a particularly strategic 
position to understand the impact of Medicaid on the lives of 
people with developmental disabilities. Our councils are composed 
of both consumers of services as well as the government officials 
responsible for providing services. We imder«tand both the prob- 
lems and the potential of Medicaid. 

My testimony is divided into four sections critical to analyzing 
the impact of Medicaid on people with developmental disabilities. 

First, billions of doUars are spent on Medicaid services for people 
with developmental disabilities, but what are the outcomes? Medic- 
aid may in fact be fostering retarding environments and inactive 
treatment. There is no doubt that Medicaid has greatly improved 
services for people with developmental disabilities through en- 
riched staffing and more program resources. However, there are se- 
rious deficiencies that more money simply cannot fix. 

Whether the source of information has been the university re- 
search that we have heard, the State and licensing certification re- 
ports, the HCFA look behind audita, the ACMR-DD reports, or 
Lowell Weicker's report on conditions in institutions, there is a 
single thread that nms through all of these reports, and that is at 
the individual level, what does the person need and what is the 
person actually receiving? 

If you look closely. Medicaid may in fact be funding dependency 
rather than independence. It may foster inactivity ratner than pro- 
ductivity. It may keep people segregated rather than encouraging 
integration in commimity life. Restructuring is necessary to ad- 
dress these consequences. 

Second, Medicaid is a powerful incentive for out-of-home place- 
ments. For those families who have kept their children with devel- 
opmental disabilities at home, they quickly realize that govern- 
ment provides services if the child or adult leaves home. Services to 
support families and children always finish last when compared to 
funding for institutions and group homes. 

Over half of the States are provided family support programs be- 
cause the States recognize you have to support the families first, 
but Medicaid funds services to supplant families. 

We do have the Medicaid home and community based waiver 
program, but that is very limited, and it has flexibility but it does 
not really restructure Medicaid. 
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Earlier when the administration witnesses spoke, they talked 
about the number of people who were profoundly and severely 
handicapped living in institutions. Let me remind you that in Min- 
nesota we have 15,000 children who are labeled mentally retarded 
in our special education classes. We only have 31 of those children 
living in State institutions. We only have a few hundred of those 
children living in community ICF/MR facilities. The next genera- 
tion will not be living in segregated sites. We are already demon- 
strating that people with the most profoimd handicaps can live in 
the community. 

Third, restructuring Medicaid means facing the tough issues, 
making inevitable choices, and enduring some political heat. 

L^ge Medicaid funded residential services are being down-sized. 
Continued reductions are inevitable, and as a result, we have to 
face the tough issues, and that is employee dislocation, what to do 
with vacant buildings and land, what to do about economic impact, 
how to structure a public process, and how best to serve people 
with mental retardation and developmental disabilities. 

In Minnesota, we have imdert^en a study to address these 
issues. We do have policy papers that can be used by other States. 
We do have to praise Pete Benner and the AFSCME union for 
bringing the need into the legislature and allowing us to face the 
tough issues. 

Fourth and finally, restructuring Medicaid really means catching 
the new waves. This is an opportunity to fund both what is needed 
and what is possible. Innovation is occurring right now throughout 
the United States. We are beginning to talk about real homes, and 
that means existing housing units, and making accommodations to 
those units. Real jobs, as David Mank mentioned, in the regular 
workplace, and real friends, not paid care givers. We are talking 
about the real community, not phoney service systems that perpet- 
uate clienthood. 

Included in my testimony are 10 features of a Medicaid funded 
service system and 10 characteristics of a reformed service system. 
The Citizen's League in Mmnesota in 1983 really brought these 
points out in their report on residential care. And, again, let me 
underline, we are trying to strive for truly individualized services. 
We need to ask parents and individuals, what do they need? What 
do they want? I think the criteria in the future should be age ap- 
propriateness—in other words, would you or I do something similar 
to these activities. Let me assure you that there is a lot of peg 
boards and a lot of stacking rings that we would not be dealing 
with es adults. 

I want to inform you about the functional nature of tasks. In 
other words, if the person weren't doing it would someone else wJ o 
is paid be doing that, and also the opportunities for interaction 
with people who aren't paid care givers in the regular community 
setting. 

Thank you. 

[The prepared written statement of Dr. Wieck follows:] 
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Developmental Disabilities Councils across the country are In a 
particularly strategic position to understand the Impact the Medicaid program 
has on the millions of Americans with developmental disabilities. Their role 
as planners and advocates brings them Into dally contact witn the problems and 
potentials of Medicaid. 

NADDC appreciates the opportunity to discuss the Impact the Medicaid 
program has on people with developmental disabilities and to sugi^est we^s to 
restructure the protjram to meet the real needs. 

I. BILLIONS OF DOLLARS ARE SPENT, BUT WHAT ARE THE OUTCOMES? MEDICAID MAY 
FOSTER "RETARDING EHVIROJWENTS" AND "INACTIVE TREATMENT" 

We know a great deal from the research literature about the differences 
between Institutional and contnunlty-orlented' care for people with 
developmental disabilities. Medicaid tends to fund and upgrade Institutional 
care. 

Despite the Investment of billions of dollars In such facilities, studies 
unanimously conclude that conmunlty care Is more humane, results In startling 
Improvements for Individuals, Is more closely aligned with Constitutional 
principles and Is more cost effective than Institutional care. 

The damaging effects of Institutionalization on people with developmental 
disabilities are well documented. Institutional conditions have led to 
lawsuivs In several states Including Minnesota (Blatt, 1973; Blatt and 
Kaplan, 1966; Flint 1966; Goffman, 1966; Halderson v. Pennhurst, 1977; and 
Taylor, 1977.) In a 1977 accreditation survey of 48 state mental retardation 
facilities, 35 failed the test of minimal treatment quality, falling for the 
following reasons: (a) excessive use of chemical restraint and p^slcal 
seclusion; (b) the impersonal nature of the physical environment; (c) 
excessive crowding In living spaces; (d) failure to provide comprehensive. 
Interdisciplinary initial and periodic evaluation, program planning and 
follow-up and lack of developotental services; (e) lack of use of direct care 
personnel in training residents In self-help skills; and (f) failure to employ 
sufficient numbers of qualified personnel In direct care, medical, social, 
therapeutic, psychological and vocational training services. (Braddock, 1977) 
In April of 19B6,the Senate Subcommittee on the Handicapped released a 250 
page report showing that times have changed very little since the above 
findings and. In fact, some of the Institutions visited were reminiscent of 
the appalling conditions of the 1950*s and 1960's. 

A number of studies have reported positive attitudes toward community 
living on the part of deinstitutionalized persons and their paren^s. The vast 
majority of Individuals expressed satisfaction with their placements In 
contrast to their feelings about Institutional life. (Scheerenberger and 
Felsenthal, 1977; Edgerton 1967; Edgerton aru Bercovlcl, 1976; Aninger and 
Bollnsky, 1977; McDevItt, Smith, Schmidt a.-.r. Rosen, 1978; and Birenbaum and 
Selffer, 1976). 



ERLC 



232 



287 



The third major body of research attempts to differentiate between 
various types of Institutional and community' facilities and to Identify the 
factors responsible for changes in residents' behavior and progress* Overall, 
the attributes which have been found to produce gains in adaptive behavior and 
general developmental growth are MORE LIKtLY to prevail in smaller comnwnity 
facilities* Attributes Include: Individualized attention (Baroff, 19B0); 
resident-oriented cure practices (oa^la, 1976; Baroff, 1980; King, Raynes and 
Tizard, 1971; and HcCormick, Balla and Zigler, 1975); existence of personal 
effects, privacy in bathrooms and bedrooms (Balla, 1976 and Baroff 1980); 
community exposure and social interaction (Crawford, 1979 and Baroff, 1980); 
and experienced, trained direct care staff (Dellinger and Shope, 1978 and 
Baroff, 1980.) 

There should be no doubt that smaller, home-like settings are preferable 
to large congregate ones in the face of such evidence* 

IK MEDICAID IS A POWERFUL INCENTIVE FOR OUT-OF-HCHE PLACEMENTS 

For those people with developmental disabilities who have never been in 
an institution, we discover another major and cruel effect of Medicaid* Faced 
with inadequate resources and cotrmmunity supports, families are presented with 
powerful incentives to send their children awaiy in order to receive Medicaid 
reimbursed services* Compared to the billions spent on out-of-home 
placements, less than IX of the funding is designated for family support 
services* 

There have been several studies on the effects on families when they have 
children with disabilities with respect to family structure (Fotheringham * 
Creal, 1974; Beckman-Bel 1 , 1981; Paul Porter, 1981; Wilier « Intagliata, 
1984; McCubbin, Joy, Cauble, Comeau, Patterson S Needle, 1980; Turnbull, 
Suwners & Brotherson, in press); stress (Wikler, 1981; Shapiro, 1983) and 
coping (Wright, 1970; McDaniel, 1969; Heff aned Weiss, 1965)* According to 
several investigators (Gruppo, 1978, Minde, Hackett, ^(illon S Sliver, 1972; 
Heisler, 1972), families of children with disabilities go through stages 
similar to the reaction to death* Despite improvements in services over the 
last 50 years, the major family problems have not changed (Farber, 1979)* 

Other research notes that services which support the family and child in 
the natural home have finished last when compared to other deinstitutionaliza- 
tion services (Loop and Hitzing, 1980)* Disabilities create financial 
hardships for families because of costs for adaptive equipment, medication, 
therapies and lost income due to care-giving responsibilities* Family 
subsidies can be of great help in meeting these costs (Turnbull and Turnbull, 
in press; Patterson and McCubbin, 1983; Boggs, 1979; Morons, 1981)* 
Traditionally, however, in large measure due to the Medicaid program, 
resources become available once the handicapped child leaves home (Horejsi, 
1979), substituting for, rather than supplementing the family (Moroney, 1979)* 

In reviewing the policy biases regarding supporting and not supplanting 
the family, one of the largest concerns is that policy makers are torn between 
the desire to provide for need|y persons and the fear of creating uncontrolled 
programs* Policy makers are faced with questions of eligibility; whether to 
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relate benefits to the characteristics of the family or to the level of 
functioning of the child with a disability; how to coordinate subsidies with 
tax policy; how to coordinate with other income maintenance programs; how to 
balance the cornpeting demands for funds from state institutions and well- 
established community programs. In addition, providing stable family support 
occurs in the unstable context of societ> where there are dozens of political, 
economic* social, cultural, technological, psychological and demographic 
variables affecting living arrangements. 

In spite of these barriers, however, more than half of the states have 
adopted family support programs. Research supports what we see as the obvious 
benefits of family support: development at home is better (Poznanski, 1973); a 
family provides social development and emotional security (Schield, 1976); 
children with oisabilities have a right to be a member of a family (Vi telle* 
1976); and habilitative family care includes care, training and supervision In 
a planful manner (Horejsi, 1979). 

The rising cost of residential placements has intensified the search for 
alternatives to out-of-home placements and a "rediscovery" of the family. 
While some argue that by focusing on cost, attention is shifted from civil 
rights and humanitarian concerns, the economics cannot be dismissed. While 
the states are struggling to find ways to provide family support services. 
Medicaid continues to offer only family supplantation services. 

It should be mentioned here that the Medicaid Home and Community Based 
Care Waiver is an excellent approach which has begun to address the need to 
support rather than supplant families. However, the services under the waiver 
need to be dramatically increased and eligibility expanded. Expanding the 
waiver should be viewed as a stop-gap approach and po'iicy makers should bite 
the bullet and solve the larger structural problams and totally eliminate the 
institutional bias of the Medicaid program. 

III. RESTRUCTURING MEDICAID MEANS TOUGH ISSUES, INEVITABLE CHOICES AND 

POLITICAL HEAT 

Downsizing of large facilities, whether they are institutions or community 
residential facilities, is inevitable* 

The oasic issues remain the same: what to do with buildings; what to do 
with employees; how to mitigate the economic impact of the change; how to 
involve the citizens of local communities in a public process; and how to 
implement the solutions* I hope to present some answers on how to approach 
these issues. 

During the 1984 Legislative Session, the Minnesota DD Council of the State 
Planning Agency was given lead responsibility to conduct a study and propose a 
plan for state hospitals precipitated by (1) the sudden closure of Rochester 
State Hospital, (2) the Title XIX Home and Community Based Waiver which called 
for additional reductions in the mental retardation units, (3) the Welsch v* 
Levino Consent Decree^ and (4) the proposed reorganization of the state 
hospital system by the Department of Human Services. Eight reports answered 
specific questions posed by the legislation. The study that we conducted 
involved all stakeholders and resulted in legislative action. I have brought 
copies of the executive summary of these reports for the committee. 
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The first priority In planning must be the individuals who are served , and 
the states must undertake Independent verification of individualized needs and 
services to meet their needs. Other issues also need attention, such as 
economic Impact, employee displacement, and alternative use of buildings. I 
offer the following suggestions based on Minnesota's experience as you 
consider waiys to restructure the Medicaid program and address the tough issues. 

A. Alternative Uses of Buildings 

Alternative uses of buildings must receive attention. One option for 
those In disrepair is to declare them surplus property. Our analysis shows 
that many states do not excel at disposing of surplus property. Generally 
speaking, state agencies report that they do not save money by using state 
hospitals for other government uses, due in large part to the condition and 
age of the buildings, energy and renovation costs. 

Of the 31 institutions reported closed nationwide, none has been purchased 
by private industry. Over half have been converted to other types of 
Institutions, e.g., corrections, veterans, geriatric apartments, colleges and 
religious organizations. 

States should have a systenMide capital Improvement planning process that 
recognizes long-*term space requirements and the condition of the buildings. 
Remodeling should be avoided If the buildings are destined for closure. 
States should declare such buildings as surplus property, and demolish. If 
necessary, any buildings in poor condition. 

States should develop an aggressive, coordinated marketing strategy for 
all potential alternative uses of large facilities. Specific decisions will 
require the active invol verient of state, county and local agencies, and 
affected communities. States should ease any constraints on the sale of state 
property to the private sector. 

B. Impact on Public Employees and Local Communities 

A critical area to focus on Is the employees of Institutions. Most 
legislative bodies are very concerned about the effects on the employees 
should a state facility close. States should gather information about the 
projected displacement of state employees because of deinstitutionalization, 
and the extent to which displacement can be mitigated through attrition, 
retirement, retraining, and transfer. The state should also surv^ state 
facility employees to determine future career choices. 

Institutional closure can significantly affect a community *s economy. The 
smaller the community and less diverse its commercial or industrial base, the 
greater the impact of any closure or downsizing. Economic impact is not only 
a function of where employees live and spend their money but also where th^ 
work in terms of commuting distance. 

Tor purposes of Minnesota's report, there are three economic impact 
areas: 1) the primary impact zone is where 50% of the employees live; 2) the 
secondary impact zone is where 75X of the employees live (including the 
primary impact zone); and 3) the regional Impact area is where at least 90% of 
the employees live and includes both primary and secondary zones. 
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We looked at the direct effect of hospital enployment (employment as a 
percentage of total area employment; payroll as a percentage of total area 
wage and salary Income; and est1r;ates of unemployment by county); Indirect 
employment loss; state hospital purchases; effect of resident/patient 
spending; and effect of visitor spending^ 

States should develop alternative economic development strategies which 
require a cooperative effort between state and local officials. Economic 
impact zones may be one way to handle this Issue In the future. 

C. Public Opinion and Citizen Input 

Public opinion and citizen concerns must be heard and a process developed 
to elicit them. Some strategies are: 1) heading town meetings In each 
affected area; 2) soliciting letters from the public and Interested parties; 
3) establishing an BOD phone number for a call-In day; and 4) distributing 
monthly bulletins on progress to announce meetings to Interested Individuals 
and organizations. 

States must anticipate and plan for the economic chain reaction 
characterized by direct loss of Institutional jobs, Indirect loss of jobs 
because of slowed Industrial growth, lowered gross community Income, reduced 
retail sales, closed stores, fewer families, underutilized schools. Increased 
taxes, higher utility costs, depressed housing market, and rising 
unemployment. 

States must develop a process for public Involvement during closure or 
reallocation of resources to prevent these factoii from being barriers to 
Implementing a deinstitutionalization policy. 

0. Balancing the Cost Factors 

In general, fifteen (15) years ago, the care given In Institutions was 
custodial, and the cost per day was extremely low. Court cases and federal 
standards resulted In better staffing. Costs Increased. During this time, 
people with developmental disabilities were moving to the community but costs 
continued to Increase In Institutions because: 1) the fixed costs were higher 
due to fewer residents; 2) remodeling and construction occurred across the 
United States to meet federal ICF-MR standards; 3) staffing Increased or 
stayed level In order to reach ratios; 4) unionization of public employees 
occurred which led to higher salaries; 5) Inflation had an Iwpact; 6) the 
proportion of residents with severe/profound mental retardation Increased as 
people with lesser handicaps left; and 7) Indirect costs were added such as 
overhead and other state administrative costs In order to maximize federal 
financial participation. 

During this same period the number of group homes In the community 
Increased dramatically, the ownership patterns ranging from family, nonprofit, 
profit, chains, or systems. Family operations are the least expensive. 
Community residential facilities now serve all ages and all types of handicaps 
but the proportion who are most dependent is slightly lower than institutions. 

Average per diems should not be compared between institutions and 
community facilities because costs vary by type of resident (age, level of 
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independence, services needed, and staffing needed). Children are always more 
expensive than adults* People with more severe handicaps are more costly 
regarJless of setting* Per diems do not contain the same items* No standard 
ch?.rt of accounts or cost accounting system exists* There are several ways of 
determining costs which produce different outcomes in cost studies* 

Some other important conclusions from past cost comparison studies are: 
1) costs do not differ if both types of clients are truly provided the full 
array of needed services; 2) by adding in day programs and medical services, 
the difference narrows; 3) we need to add in the issue of "family" that 
provides care: the family may be the most cost-beneficial approach; and 4) 
reallocation of funds must be considered if numbers of people keep moving out 
of institutions* 

The Pennhurst study concluded that: 1) state salaries and fringes are 
higher than community salaries and fringes; 2) community staff spend more 
hours of direct staff time per client than Pennhurst staff; 3) there is a 
greater division of labor in state hospitals— more management, more 
specialists, and more medically oriented staff (community staff do more 
jobs); 4) savings in community are due to use of generic services; 5) how long 
will V.2 expect a low paid, transient work force to serve people with more 
severe handicaps in the community? 6) rather than say community services are 
cheaper, we should say that we get more staff time for the money; and 7) some 
institution programs are less expensive than community; most institutions are 
more expensive; average per diem reflects a wide range of people* 

E* Options and Recommendations 

There arc four options presented in Minnesota's report* They may be seen 
as steps in a plan toward closure or as discreet decisions* 

1) Keep all state hospitals/institutions open but downsize them* 

2) Decentralize the state hospitals and begin state-operated, 
community -based services* 

3) Increase efficiency and introduce elements of competition in all state 
hospitals/institutions* 

4) Close one or more state hospitals/institutions* 

The first option, downsizing, has effects on employees* Criticil areas 
to plan for include: (1) projecting the number and types of staff reductions; 
(2) emphasizing natural attrition rather than lay-offs as a first option; (3) 
making early retirement attractive; and (4) adding medical insurance benefits 
for people until they reach age 65 years* This option is also less expensive 
than layoffs* 

Downsizing also has effects on buildings and energy use* The demand for 
living space goes down, yet capital costs will continue for remodeling/ 
renovation* If the residents can consolidate living space, then selected 
buildings can be declared surplus and sold, rented, or demolished* 

The second option, decentralizing the state hospitals/institutions, could 
involve looking at Rhode Island's approach in beginning state-operated, 
community-based services* In Minnesota, the American Federation of State, 
County and Kunicipal Employees and the Department of Human Services prepared 
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proposals to follow this option* 

Decentralization has effects on residents and employees. Individuals 
continue to nove to the cccmunlty* En^loyees can bid on positions In 
coniTunlty settings and can be covered under collective bargaining end pension 
plans. Retraining would be necessary* Space needs would be reduced. 
Property can be declared surplus. The state might Incur new capital costs In 
the coonunlty or existing housing could be used* Economic Impact can be 
dispersed depending on relocation of residents. 

The third option, Improving the efficiency ^nd effectiveness of state 
hospitals and Introducing elements of conpetltlon, Includes having: 1] 
management Information systems In place; Z) state hospitals generate revenue 
as a function of services rendered; 3] each state hospital be responsible for 
program mix, budgeting, marketing, and rate setting; 4] no catchment areas; 
and 5] counties and case managers be responsible for payment of service. 

Inproved efficiency has the following effects: 1] Individuals and counties 
would have choice of using state hospitals at a preneootlated cost of service; 
Z) State hospitals would still be under the same policies; 3] There would be 
more need for flexibility than civil service currently allows. Employees 
would be trained and transferred based on need. 4] Each state hospital would 
have control over buildings. There would be an Incentive to conserve; 5] 
Proceeds of sale of property would revert to state hospitals; 6) Rental value 
would approach fair market value; 7] Per diems would reflect true costs. 

States nc«d to be cautious about using this approach* -There Is concern 
about "dumping" most difficult clients ("creamlr.g") or not providing service* 
Minnesota has up to this point not rejected clients. True competition may not 
be possible dependent upon each state s rate setting mechanism* Counties may 
have differing capacities to handle these new responsibilities. 

The final option, closure of Institutions, while It ultimately should be 
the goal. Is extremely difficult to do as a first step since there Is little 
political or financial Incentive to close them* Terminations arc usually 
accompanied by a budget crisis and/or an Ideological struggle* There Is a 
lack of systematic evaluation studies to determine Impact of closures* 
Closure usually does not occur because Instant opposition Is galvanized and 
the forces of Incremental Ism encourage most programs to grow rather than be 
terminated* States should first hypothetical ly close tlieir Institutions and 
assess and plan for the Impacts as was done In Minnesota* 

IV. RESTRUCTURING MEDICAID MEANS CATCHING THE NEW WAVES AND FUNDING WHAT IS 

POSSIBLE 

The essential changes needed In Medicaid can readily be seen when one 
contrasts what currently exists and what should exist In serving people with 
developmental disabilities given the Innovations that are fast becoming "state 
of the art." There are at least ten features of the presenc system which. If 
reversed, would solve mar\y of the fundamental problems faced by people with 
developmental disabilities* 
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WHAT IS 



WHAT SHOULD BE 



1) 



2) 



3) 



5) 



Host dollars are tied to Institutions 
such as state Institutions and ICFs*KR 



1} Host dollars are tied to 
to Individuals. 



Funding sources dictate where people 11ve» 2} 
consequently* many live In state hospitals 
or ICF-HR facilities with few prospects for 
living In less restrictive settings. 



Reimbursement mechanisms tend to 
discourage deinstitutionalization or 
Independent living. 



Reimbursement mechanisms encourage 
families to place children with 
developmental disabilities n 
residential facilities. 

There are no Incentives to use less 
restrictive^ less costly options. As 
a result » taxpayers pay more. 



6) State maintains duplicative, two-tiered 
system of state Institutions and 
community facilities. 



7) Virtually no screening mechanisms are 
In place. 

8) The reimbursement system Is open-ended, 
fee for service. Few Incentives for 
high quality providers. 



9) People have no Incentives to use high 
quality, low-cost, preferred providers. 

10) People have few service options within 
the group home setting. 



Individuals or guardians 
dictate where they live. 
People may leave these 
facilities If they choose. 



3} Reimbursement mechanisms 
promote deinstitutionaliza- 
tion and Independent 
living. 

4} Reimbursement mechanisms 
are flexible enough to 
allow families to care for 
their children at home. 

5) Incentives exist to use 
least restrictive, lower 
cost options. Taxpayers 
pay less for better 
service. 

6) Affords the opportanlty to 
reduce capacity of the 
state institution system 
and the comnunlty 
residential system. 

7} Screening mechanisms are 
in place. 

8) The reimbursement system 
is limited, prospective. 
Some funding tied to 
provider performance. 

9} People have Incentives to 
use preferred providers. 

10} People have new choices 
such as contracting out or 
owning a share of the home. 



A. Catching the New Waves 

Innovative developments In services are currently occurring throughout 
the United States and federal policy should encourage and support their spread 
in areas such as citizen owned housing and supported employment. 

In Brookline, Hassachusetts, twenty-two units of condominium housing have 
been developed for adults with developmental disabilities. The units are 
Integrated Into the community and allow ownership of living space, friendship. 
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and support of trained staff. 

In the area of eraploynent. Individuals with mental or physical 
limitations have ruch to contribute to society. Many have the ability to 
perform valuable functions for crnploycrs. But» these Individuals need 
ch&Henglng Jobs, appropriate and aaequate training, and consideration of 
their limitations In the Job matching and training process. 

For many Individuals, the major limitations have not been disabling 
conditions. Instead, they have been the stereotypes, expectations, and 
attitudes of Individuals who do not have dIscblMtlcs. Thcs) prejudices have 
resulted In Individuals with disabilities being excluded from the experiences 
they need to qualify for and obtain Jobs. They have also been victimized by a 
rigid model that has not kept pace with a changing society. 

"hroughout the country, new careers are being developed for 1nd1v1<^ia]s 
with disabilities, and techriology Is being applied to compensate for physical 
and mental limitations. These new approaches should be nurtured. However, 
there are far too many places where the old traditional models are being used 
and not working. Consumers, advocates, agencies, and employers are seeking 
more successful models. 

The traditional vocational model, a continuum that requires an Individual 
to move froR) evaluation to training, to a work activities center, to a 
sheltered workshop or a coepetltlve Job, has been unable to accommodate many 
individuals with severe or multiple dlsajflltles. Host of these programs 
require that Individuals meet entrance and exit criteria before th^ are 
considered employable. Kany of the programs have become bottlenecked, 
resulting In waiting lists of Individuals who need services. Individuals with 
severe disabilities have not moved through this continuum successfully. 

Rather than require Individuals with disabilities to adjust to an 
artificial continuum. It Is feasible to trdin and ,upport them In an f tual 
employrsent setting. This concept, supported employment. Is more effecvlve and 
Itss expensive than the traditional approach. 

Supported employment Is based on the following k^ Ideas: i) training Is 
most effective when It Is relevant, functional, and performed In the actual 
work settings ; and 2) Individuals learn best by modeling themselves after and 
learning from other Individuals who are engaged In similar tasks. A great 
deal of natural learning occurs In this manner; this does not occur In 
segregated workshops. 

Labels have very little value In developing learning objectives and 
support services for Individuals with disabilities. Instead we need to 
develop functional analyses of the Individual's skills and limitations, and 
compare theta with the functional requirements of the Job, allowing us to 
provide the supports required to compensate for a disability that Inhibits Job 
perfortsance. 

In the traditional continuum approach, staff members concern themsi. vc3 
with moving Individuals from one segregated building to another* In the 
alternative approach. Individuals are placed In the actual Job setting 
Immediately and services are provided as needed . Intensive services m^y be 
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required Initially, but as they are no longer needed, they are phased out. 

Under the Consolidated Omnibus Reconciliation Act Amendments, supported 
employment Is allowed under the Medicaid waiver. Medicaid should be 
restructured to discontinue "medical day treatment" In favor of supported 
employment. 

B. Wha^ People Need 

During the 1980's there has been a growing awareness of the rights of 
consumers and family members to make decisions about their lives, especially 
how funding decisions are made. Professor John McKnIght of '^iorthwestern 
Unlverslcy has noted that social service professionals have claimed the right 
to define what the problem Is, what should be done about It, as well as to 
evaluate whether or not their solutions were effective. "Leadership becomes 
impossible when the claims of professionals are so comprehensive," McKnight 
says, because it strips clients of any personal sense of legitimacy or 
efficacy. The dignity of risk is lost. People becone simply "clients" and 
society is encouraged to view them as social liabilities instead of social 
assets. 

The growing empowerment of consumers comes into direct conflict with the 
Medicaid system as demonstrated by the following questions: 

- Hill individuals with disabilities bs a'lc^^fed to become as 
self-sufficient as possible or will they be encouraged to become 
overly dependent on professionals? 

- Can the interests of caregivers and recipients be presumed to be the 
same? 

- When conflicts arise between persons with disabilities and 
professional caregivers, whose interests will predominate? 

- Hhat is the impact of professional intervention (the formal system of 
care) on family and other (informal) system networks? Oo present 
systems serve to supplement informal support networks or supplant them? 

- Who decides how much care, and what kind, is to be rendered, when it 
is to be proferred and the setting in which it is to be delivered? 

- Are such decisions properly the province of the professional, 
individuals, government or the ;':mily? 

- What happens to the ability to leverage change on one's own behalf, 
when reimbursement is provided by an absentee third party, 
particularly when a public subsidy is involved? 

The restructuring of Medicaid along the lines presented will result in 
better services to people with developmental disabilities, elimination of the 
wasteful funding of two systems, and services based on the needs of the 
individual rather than the needs of the system. 

In closing, I would like to add that Senator John Chafee's bill, the 
Community and Family Living Amendments (S.873), would, if passed, contribute 
greatly to the reforms we have recommended. We hope the committee will 
thoroughly study it. 
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Senator Durenberger. Thank you very much. 
John Chafee? 

Senator Chafee. I want to thank both the witnesses a great deal. 
And, Dr. Wieck, I have had the privilege of hearing before, and she 
always does an outstanding job. 

I would just refer to her testimony on page S where she says 
what I think is a very important point: "Compared to the billions 
spent on out-of-horae placements" — that is, institutions — "less than 
1 percent of the lunmng is designed for family support services." 
And I think that is a shocking statistic. And so I want to thank 
you. Doctor, and Miss Luckasson, both of you, for coming very 
much. 

Dr. Wieck. Thank you. 

Ms. Luckasson. Thank you. 

Senator Chafee. Thank you. 

Senator Durenberger. Do either of you have any special 
thoughts on how we do quality measurements, outcome? And some- 
where between the words "outcome" which we have heard a lot of 
today and "quality* which we either presume or mischaracterize or 
whatever, do you have any thoughts on how society can come up 
with a measuring stick for outcomes, particularly as it relates to 
quality? 

Dr. Wieck. I am glad you asked the question. 

Next July Minnesota will return to court regarding the Welch 
consent decree, and in preparation for that case we have begun 
walking through the institutions, and beginning to compile infor- 
mation. In the consent decree it talks about the word "appropriate 
placement." And we have reviewed the literature. We have looked 
at the kinds of surveys that can be undertaken, and most of the 
surveys focus on input *and process. Is there a program plan in 
place? Does it have goals and objectives that are measureable? 

Senatoi: Durenberger. Are the corridors wide enough for two 
wheelchairs, that sort of thing. 

Dr. Wieck. What we are trsring to do is take a look at the out- 
comes. And I briefly mentioned those at the end of my testimony. 
In other words, does this placement or service setting or regular 
home offer integration? And we can measure that. How much time 
is spent with nonhandicapped people who are not paid care givers? 
Does it foster productivity? And that can mean earnings. It could 
mean any number of type of contributions. Does it foster independ- 
ence? 

I worry about using adaptive behavior skills score changes, how- 
ever, because it tends to keep people in service settings. If you are 
just going to perfect skill builaing, then all you are going to do is 
keep measuring more and more refinement of skill. 

We have to look at age appropriateness, and that is a question 
you can ask. Would you actually do what we are requiring other 
people to do? And I think you can answer it yes or no. It doesn't 
require a lot of inter-rat^ reliability studies. We can look at the 
degree of integration in any number of ways. 

So I think there are opportunities here, but I am not sure that 
the existing measures we nave are focused in the right way. 
Senator Durenberger. Thank you. 
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Ms. LucKASSON. I would also like to suggest that a useful way to 
measure quality that has been often ignored in this field is to talk 
to the clients themselves about the quality of the services they re- 
ceive, and ask them where they like to live, what they like to do, 
who their friends are, and how they want to spend their lives. 

A second method that I would like to suggest, that is not quite as 
detailed as Dr. Wieck's suggestion, is that one of the tilings that is 
so valued and one of the things that we could attempt to measure 
within individuals who have developmental disabilities is the 
extent to which they participate in our common life, the extent to 
which they participate in the rich freedoms which we all desire 
and which we all treasure. And those measures tie into your initial 
statement about the freedoms of this country, and are a good way 
to evaluate the quality in their lives. 

Senator Durenberger. A problem there, obviouslv, is that, to a 
degree, the family becomes a part proxy for the decisionmaking 
process. You said you can deal with the individual, and you can 
relate to the individual. And the individual is part of the evalua- 
tion. But in the next panel we will hear from the mother of a 6- 
year-old. You can't communicate with a 6-year-old on this subject 
but you sure can with the mother— the role that the family, as 
proxy or part proxy, plays in all of this often depends on family 
circumstances—and it isn't just the money that is available or the 
programmatic orientation and all that sort of thing 

This makes the problem of outcomes or quality difficult to meas- 
ure or address. But obviously as we search for these measurements 
in easier places, like in direct medical services, we also especially 
search for them in areas like this where much more subjective 
measures are necessary. So we will be highly dependent on organi- 
zations such as those you represent to help us in this regard. 

Thank you all very, very much for being here. I appreciate it a 
lot. 

Our final panel includes Jeff Gunerson who is a member of the 
board of the United Cerebral Palsy Association of south central 
Wisconsin, on behalf of the United Cerebral Palsy Associations; 
two of our past testifiers, directly or indirectly, from the State of 
Nebraska, who are going to be introduced by their Senator; and 
Dana Kruse, whom I have indirectly introduced before. She is here 
in her capacity as second vice president of Sick Kids Needs In- 
volved People, or SKIP, from International Falls, MN, which is 
about as far north in this country as any of you are ever going to 
get. And I would suggest that you all go there sometime. 

Jim, would you like to add an additional introduction to Dee and 
Pat? 

STATEMENT OF HON. J. JAMES EXON, A U.S. SENATOR FROM THE 
STATE OF NEBRASKA 

Senator ExoN. Mr. Chairman, thank you very much. 

A member of this very important committee, John Chafee, my 
friend, I appreciate your allowing me to come in this morning and 
introduce two of my constituents, two great Nebraskans chat are 
here this morning, to give what I am sure to be very important tes- 
timony. 

o ...303 
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I would first like to tell everyone publicly that the two members 
of the Finance Committee, of which I am not a member, that are 
seated over here conducting this hearing, are individuals that have 
a deep involvement and a conmiitment to the less fortunate in our 
society, and I have had the pleasure of working with them on a 
number of issues very closely related to the matter at hand here 
this morning. 

So I am delighted that they will be able to hear from two Ne- 
braskans with intimate knowledge of the matter that we are dis- 
cussing this morning. 

I am pleased that you are holding this hearing and I congratu- 
late you for calling it to examine the Medicaid fimding for the 
long-term care of developmentally disabled persons. 

As a former Governor, and before that as a private citizen, I 
have been actively engaged in and a strong supporter of improve- 
ment in all programs for mentally retarded citizens. I am pleased 
that you will be hearing from these two Nebraskans today. 

Patricia Crawford is the government affairs chair of the Nebras- 
ka Chapter of the Mentally Retarded Association of America, and 
Pat sits on the extreme right of the expert witnesses that are 
before us now. 

Next to her is Dee Everitt, and Dee is the chairperson of the 
Governmental Affairs Committee of the Association for Retarded 
Citizens. They have both been involved in mental retardation 
issues for a number of years, and both have personal and profes- 
sional experience, and both will offer some firsthand testimony 
about the complex issues in this area. 

We Nebraskans are proud of our accomplishments and our lead- 
ership in this tremendously important area. The progress has not 
always come easily, but our State has developed extensive commu- 
nity services at the same time that we have greatly improved the 
quality of care in our larger facilities. 

From my point of view, the real issue about long-term care 
should not be the size of the facility, but the quality of the care 
that is being provided. 

Parents and families of the developmentally disabled should 
have as many alternatives as possible from which to choose. And I 
appreciate very much the opportunity to come here. I am so de- 
lighted that these two Nebraskans have come forth. They are both 
experts. 

And I would simply say that while there remains a great differ- 
ence of opinion of how we should proceed, I would hope that we 
could come together more than we have, although we have made 
great progress. And I would simply caution, Mr. Chairman, that 
whatever legislation comes out of this hearing, we sl^nuld continue 
our goal to recognize that, like all other people in the United 
Stat^, our mentally retarded citizens are from a large and very di- 
verse group. Many can do some things that others in my opinion 
cannot. Therefore, I think beyond anything else, when we approach 
changes we should approach those changes carefully, recognizing 
that there are all kinds of facilities for all kinds of mentally retard- 
ed people. And destroying one to create another does not necessari- 
ly mean that is good. 
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On the other hand, I would say to be against change just for the 
sake of being against change is not part of our philosophy in Ne- 
braska either. So I am delighted that you are taking a look at this 
and I look forward to working with you and others as we move for- 
ward on this issue. 

Senator Durenberger. Thank you, Jim, very much. 

Well, let us begin. Jeff, you are first up. We welcome you here 
today. And all statements are paid of the record, so proceed to sum- 
marize. 

STATEMENT OF JEFF GUNDERSON, MEMBER OF THE BOARD, 
UNITED CEREBRAL PALSY ASSOCIATION OF SOUTH CENTRAL 
WISCONSIN; ON BEHALF OF THE UNITED CEREBRAL PALSY 
ASSOCIATIONS 

Mr. GuNDERSON. I thank you very much for letting me come here 
today. 

I spent 10 years in institutions, and believe me, it wasn't pretty. 
Not for me it wasn't because of their treatments they gave me and 
the other patients there. I left to move in on my own in Janesville 
5 years ago yesterday. So this is sort of an anniversary for me 
doing this today. And living on my own has been difficult, but it is 
a heck of a lot better than living in a State-owned facility that 
treats you like an animal. 

I am also a member of the board of directors for South Central 
UCP, and I would like to give you some recommendations today on 
what I and other people hope that you would consider. 

In 1971, the DD board enforced or tried to enforce their recom- 
mendations for State-owned facilities in my State, which is Wiscon- 
sin, and they spent $14 billion all over the country for nursing fa- 
cilities, such as the one that I used to live in. And I don't think 
that is right because of the way they treated the people that I 
knew, including myself. But I am not here today speaking for 
myself. I am speaking for them. 

Some people are not as lucky as I was 5 years ago to get out of 
the nursing home like I was. I wouldn't be out today if it weren't 
for the support of my county, doing what they are doing to keep us, 
the ones that are out, of there. And it is just not fair for the people 
that can get out. 

The only reason that most of them are not out is because the 
State funding is lack, not just for the State of Wisconsin but all 
States, each and every one of the 50. And I just don't think it is 
fair. There are thousands and thousands of people like me that 
want to get out that cannot, and they get stuck in nursing homes 
for following their rules and regulations. And it is just not fair for 
people that can speak like I can and that is just the way it is. 

Thank you. 

Senator Durenberger. Jeff, thank you very much. You did a 
better job with your statement than most Senators would do in 5 
minutes and I appreciate that a lot. 

I guess. Dee, you are next. 

Thank you very much. 

(The prepared written statement of Mr. Gunderson follows:] 
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INTRODUCTION 

Thank you Hr« Chairman for the opportunity to speak with you today 
about Medicaid funds for long-term-care for persons with developmental 
disabilities. 

Hy name is Jeff Gunderson* I live in Janesville, Wisconsin* I am 
testifying today on behalf of myself and United Cerebral Palsy 
Associations, Inc. UCPA is a national network of 220 private, nonprofit 
agencies in 45 states. He are linked by a common objective— providing 
appropriate services to and advocating for the needs of persons with 
cerebral palsy and other individuals with similar severe disabilities. 

You have had the opportunity this morning to listen to national 
experts in the field of developmental disabilities, federal officials, 
and state and local administrators of human service programs. You have 
heard a great deal about costs, spending trends, and statistics. I am 
one of those statistics — an individual whose life was affected by the 
so called "institutional bias* of Medicaid. 

Today I want to do two things. First, I want to share with you my 
experience and the experience of two other individuals with 
developmental disabilities and second, I want to give you some 
recommendations for changes in Medicaid policy. 
REAL LIFE EXAMPLES 

None of the three af us are mentally retarded. Our disabilities 
result in substantial functional limitations in several areas of major 
life activity such as mobility, self-care, and economic self- 
sufficiency. We meet the test of eligibility for "related conditions" 
under Title XIX for provision of services in the ICF/hr program. 
Despite being eligible for services in this program, the majority of 
states have ignored the needs of people like us unless we also have a 
diagnosis of mental retardation. 
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Let me tell you about Jack, He was born with cerebral palsy, when 
he was four years of age, his parents were unable to cope with his 
needs. At the recommendation of their family physician, they placed 
Jack in a state institution. Although of above average intelligence. 
Jack remained in the large state facility for 21 years. As part of a 
so-called "deinstitutionalization" mandate resulting from a court 
decree. Jack was placed in a nursing home where he has resided for the 
past 10 years. Jack is 35 years old. His co-residents average over 70 
years of age. Jack moves about in an electric wheelchair and 
communicates with staff with a portable voice activated computer* The 
computer was purchased by staff as a result of their own private 
contributions. It was not paid for by the "system". There are no 
planned activities, and most of Jack's time is spent following the 
staff around the facility. 

Jack is not sick! He is not in need of nursing or medical care 
which are the primary services provided by the nursing home. The only 
reason Jack lives in a large intermediate skilled nursing facility 
subsidized by Medicaid is that the personal attendant services he needs 
are not paid for under Title XIX in his community. Jack told staff at 
the UCP of Detroit, "I want a way out". Unfortunately, Jack must 
continue to reside in a restrictive and inappropriate setting for at 
least three more years before an accessible apartment and personal 
support services may be available. I don't believe this is an 
effective or efficient use of our financial or our ^uman resources. 

Let me tell you also about Karen, She has cerebral palsy and used 
to walk with a walker, but is now in a wheelchair, Karen went to 
school until she was 18, and has lived at home <iver since. She is now 
37 years old and lives with her parents who are 65 and 67 years old. 
They cannot continue to lift their daughter out of bed, to dress her. 
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to put her in their car, and they don't know how much longer they will 
live* They have been advised to place her in a nursing home or 
institution, but have heard of bad experiences in those facilities. Her 
parents, who live in & remote desert area of California, wrote recently 
to the UCPA national office seeking an answer in terms of their 
daucjhter's current and future long-term support service needs* No 
other options are available to Karen and her family in their hone 
community I 

Let me tell you about Jeff Gunderson* I lived with my parents 
until I was 18, and attended the public schools* When my parents got 
divorced, it was too much of a struggle for my mother to keep me, and I 
was placed in a nursing home* My mother was not offered any support 
services as an alternative so that I could remain at home* 

Five years ago yesterday, I moved out of the nursing home into my 
own apartment with full-time attendant support services* And that 
almost didn^t happen because many professionals think you have to go 
through a "continuum* of places like group homes before you can live in 
an apartment* How silly* I*m here to tell you that people like me need 
support services and a decent place to live in the community, like 
everyone else* We don't need to go through four to six less and less 
restrictive 'facilities* in order to graduate to an apartment* In 
fact, if UCP of Wisconsin and our Wisconsin Developmental Disabilities 
Council had not committed money to try this approach, I'd probably 
still be in the nursing home* 

I don't like thinking about the ten years I spent in the Medicaid 
funded nursing home* It was awful* I felt lost and forgotten* I had 
nothing in common with the people I lived with* Most of the other 
residents were elderly or mentally retarded and physically handicapped* 
When people my age in the community are just starting to have a good 
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time, we in institutions arc all getting ready for bed. i was 
considered a behavior problem becaticc. I didn't v.mt to <>c to bed at 
seven o'clock. My punishment fcr not complying was 4 colo shower— very 
painful for someone like me with spastic muscles. I lived in a nursing 
home even though I am not sick, don't need nursing or medical services, 
and don't want to be dependent. Even though I have some friends t-ick 
at the nursing home, I don't like going back to visit. 

Today, I live in an apartment subsidized V^j HUD funds. My full-time 
attendant, who provides me assistance in dressing, bathing, and enting, 
is supported by my SSI and state funds. Uncil I had a chance to live on 
my own, I didn't know what I was missing. I had been deprived of common 
life experiences so many people take for granted. 

This is the first time I have ever been to Washington, D.C. 
Yesterday was the first time I ever flew on an airplane. Although am 
more than a little nervous, I wanted to come here, today to testify on 
behalf of all persons with severe physical disabilities who, like 
myself, were deprived and continue to be deprived of the opportunity to 
be more independent. My serious physical disabilities hide from others 
my real capabilities to make choices and enjoy living. 



Medicaid is an entitlement program. It shares fiscal responsibility 
with the states for the "long-term-care" needs of persons with 
developmental disabilities. More than 15 years ago, the ICF/hR program 
was added to ensure that persons like me are provided a. certain level of 
care that includes active treatment — not a living death! 

In 1985, Medicaid spent S14.7 billion for nursing home care, more 
than one-third of total Medicaid spending, in several states, nuA:sing 
home payments account for almost two-thirds of the state's Medicaid 
budget. 
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The range o£ services needed by persons with developmental disabili- 
ties is as diverse as the population in need. There is a need for a 
full array of personal, individualized health, social, habilitation/ 
rehabilitation, and personal support services over an extended period 
of tine. 

Long-tern-care services can be provided in a variety of settings — 
at home, in the community, and within institutions. Unfortunately, only 
one dollar of every fout that Medicaid expends on long-tcrm-care 
services for persons with disabilities is spent in a home or small 
community setting. 

I live in my own apartment. Each day of the week, my attendant 
assists ne with bathing, eating, dressing, and getting around our 
community. I enjoy my freedom; an array of support services made 
possible by federal and state financing that costs about 25 per cent 
less on a monthly basis than what it costs the federal Medicaid program 
for custodial care in a nursing home where you have no sense of personal 
worth and dignity. 

CONCLUSIONS BASED ON UCPA*S SERVICE EXPERIEHCES 

UCP has been providing community, residential, and support services 
in forty states for over twenty years. Based on our experience, the 
following conclusions have been reached: 



1) The continuing institutional bias of Medicaid in the 
ICP/MR program fails to respond to individual needs by 
rewarding states for the use of congregate care, facility 
based services for (persons with developmental 
disabilities: young children are denied their right to 
grow up in a family; adults with severe disabilities arc 
denied the freedom of choice as to where they can live. 
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3) 



4) 



5) 



The strict interpretation of HHS that limits the 
definition of habilitation services to pre-vocational 
activities deprives thousands of persons with 
developr<sntal disabilities the opportunity to become more 
independent, productive, and partially self supporting 
tax payers; 

Almost no one with developmental disabilities needs to be 
in an institution, because for each individual in a 
Medicaid funded large institution, there is an indiv.^dual 
with virtually identical disabilities and levels of 
service need now living successfully in a community 
setting; 

The overall cost of individualized home and community 
services is equal to or less than the group cost of 
providing comparable services to individuals with similar 
levels of need in an institutional setting; 
Families who have struggled and sacrificed to keep their 
son or daughter at home are now being penalized for their 
efforts* The Home and Community care Waiver primarily 
targets those individuals who have been institutionalized 
for new community services and places individuals living 
at home on the longest waiting list for such services; and 
The primary reason persons with developmental disabilities 
are not able to remain in their natural home or a real 
home of their own choice is the failure of Medicaid to 
reimburse for an array of personal support services 
except under a limited Home and Community Care Waiver* 
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SERVICE PRINCIPLES 

UCPA believes McdicaiC public policy has not kept pace with the 
current state o£ knowledge and best practice for effective service 
delivery for persons with developcental disabilities. Recently, UCP of 
Indiana adopted the following set of principles to guide future service 
planning and developaent: 

- Services cust be available to persons living in their 
natural hone or a hoae of their choice. Relocation aust 
not be a necessary condition to access services. Services 
and funding aust be available and follow persons with 
disabilities regardless of the setting. 

- Services oust be provided based on individual needs, not 
related to restrictions of specific funding services. The 
provision of services aust not be based on the 
availability of services. 

- Service goals must be directed toward physical and social 
integration in one* s own community. Services aust be 
delivered in a manner which uses positive interventions 
and proaotes enhanced images and valued social roles of 
service recipients. 

- Services aust utilize and foster the developaent of 
community generic resources. (Training aust focus on 
acquiring functional, useful skills and using community 
resources.) Services aust nininize the need for skill 
transfer by providing training in the environaent in which 
the skills are required. 
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Services nust resf«ct personal preferences and desires of 
those served, services nust naxiaize the autonony and 
independence of consuners. Multiple options/providers 
nust be available to individual consuners in each service 
category. 

Service recipients nust participate in tho planning, 
operation, and evaluation of services. Services should 
naxinize the participants self-direction and control 
leading toward self -governance. 

Service recipients nust be supported in a life style and 
setting of their choosing and typical of their peers. 
Services nust assist residents in participating in 
coonunity activities vith non-disabled peers. Services 
nust utilize tho least restrictive environnent in which 
needed supports can be provided. 

Priority for services nust be given to persons^ v»ich nore 
severe disabilities who have greater suppc'^c needs. 
Services sust be flexible to provide i 'ariety of support 
options in varying intensity '^ccord.ng to each 
individual's needs. Residential support services nust be 
coordinated with all other service conponf.nto including, 
but not linited to; esploynent, social and transportation. 



RECOMMENDATIOHS 

^'he well intentioned Medicaid long-tern-care p '^gran for persons 
with developnental disabilities, begun in 1971, has becoao entrenched. 
He now have an outnoded, ineffective, inefficient service nodel being 
reinforced and ex).anded with a public policy of federal financing. You 
have the power to stop this trend today and bning the Medicaid progran 
into harnony with all other congressional mandates concerning persons 




ERIC 



309 



1 

with disabilities such as those articulated in: 1} the Education for 
All Handir-pped Children's Act of 1975 (P,L, 94-142); 2) the 
Rehabil^£.ation Act of 1973 and current amendments now in conference 
committee for reauthorization including a major commitment to 
employability and integrated/ supported employment rather than 
sheltered workshops for persons with severe disabilities; and 3) the 
Developmental Disabilities Act of 1984 (P.L, 98-527} with a declaration 
that all services to persons with developmental disabilities should 
result in the measurable outcomes of increased independence, 
productivity and community integration. 

0C7A commends Senators Chafee, Heicker , and Bradley for the 
respective pieces of legislation they have introduced to reshape 
Medicaid policy in concert with these other landmark laws of our 
country. 

As William Shakespeare said, we must *suit the action to the 
words." We urge you to begin Medicaid financial policy redirection 
today by considering the following amendments to current Medicaid law 
through the Budget Reconciliation Act in Conference Committee. 

1. Redefine the XCF/MR as a program for persons with developmental 
disabilities to provide family and community residential 
services and comprehensive, long term, personalized support 
services; 

2. Establish as the goals of the program, increased individual 
independence, productivity, and community integration as 
defined in the Developmental Disabilities Act of 1984; 
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Provide an assurance that all individuals with mental 
retardation or a "related condition' are eligible for such long 
term personalized support services including, at a minimum: 
0 an assessment o£ functional needs for eligibility; 
0 the convening of an interdisciplinary team to prepare a 

comprehensive individualized plan of services leading to 

the above stated outcomes; 
0 the assignment of a case manager who is independent of 

the provider system; and 
0 the person's freedom to choose service models and 

providers with procedural safeguards; 
Provide the states greater flexibility to meet individual 
needs by: 

reducing burdensome process/paper regulations; 

increasing the accountability of states and providers for 

having trained, competent staff; 

assuring that individuals benefit from services by 
achieving measured increases in functional independence, 
productivity, and community integration; 
allowing the states to provide a full array of services 
similar to the Home and Community Care Waiver including 
individualized family support services and supported 
employment; and 

increasing the federal reimbursement by 5% for small 
community living arrangements and comprehensive support 
services and reducing the federal reimbursement by 5% for 
any congregate care and institutional services. 
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Please do not let another three and one half years go by where 
nothing has changed and 75t of the Medicaid dollars continue to support 
dependence, regression, and segregation, I urge you to act today on 
behalf of thousands of people with developmental disabilities who want 
the opportunity to become independent and to live, work, and recreate 
in the real cocaaunity. Let us create a policy that assures human 
resource developnent and does not hold people back from life. 

Thank you. 
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STATEMENT OF DEE EVERITT, CHAIRPERSON, GOVERNMENTAL 
AFFAIRS COMMITTEE, ASSOCIATION FOR RETARDED CITIZENS 
CF THE UNITED STATES, LINCOLN, NE 

Ms. EvERiTT. Thank you. Senator Durenberger, and other mem- 
bers of the committee, and thank you. Senator Exon, for your kind 
remarks. 

Senator Durenberger. Let me thank his attendant here too for 
being so helpful. All of us have attendants with us when we are on 
the floor and putting those papers in front of us and so forth. And 
Jeff has done a lot better job than — he must have a better attend- 
ant than we have. [Laughter.] 

Mr. GuNDERSON. Yes; I do. 

Senator Durenberger. Great. Gro ahead. Dee. 

Senator ii/XON. He also has more people listening than the others. 
[Laughter.] 

Senator Durenberger. Yes. 

Ms. EvERirr. I wish to thank the committee for holding this 
hearing and allowing ARC to present its views regarding Medicaid 
long-term care. I just finished a 2-year stint as the national presi- 
dent of the ARC of the United States. 

The Medicaid ICF/Rffi Pi*ogram and the Waiver Program are 
very critical to people in the lives of people who are able to use the 
services; however, the Medicaid ICF/MR Program and the Waiver 
Program do not work for eligible people who cannot get access to 
these services which, in our opinion, now work only for a limited 
portion of people in a package that is "one-size-fits-all." 

The ARC has long been a champion for improved quality of serv- 
ices, and for that reason we applaud the Congress for providing the 
ICF/MR Program which has done so much to clean up institutional 
conditions over the last 15 years. However, the original goals and 
the current administration of this program have lost step with the 
goals of eligible individuals and the families who need the services. 

I think the Finance Committee now has a perfect opportimity 
before it to correct this and to work toward improving the Medic- 
aid long-term care program so that it will work for the people that 
it was intended to serve. 

Over the past 2 to 3 years I have traveled in probably 35 States. 
Everywhere I traveled people have asked me why they cannot use 
Medicaid services in the community or in their own homes so that 
they can keep their kids with them. I have not been able to posi- 
tively respond to these questions, except to suggest that we are 
trying to get changes made. 

I suggest that the Finance Committee does have the power to 
make this change and to provide a resource to these people. I am 
hoping that you will very seriously look at this situation. 

We have submitted extensive written testimony on these con- 
cerns, including a list of principles for reform. I just want to briefly 
mention a few of them. 

Federal policy and Federal financial participation should recog- 
nize and support service provision in settings which stress in- 
creased family and community integration and which stress an in- 
dividual's growth and development toward increased independence 
and maximum self-suf^ciency. 
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Reform measures should encourage decreased reliance on large 
facilities, based not on the compeuison of cost, but on the needs and 
the rights of the individual. 

Reform measures should recognize the long-term effectiveness of 
providing home and commimity based services to persons with 
mental retardation. 

Reform measures must give the States increased flexibility in 
their prc^fram design and in the array of sendees which they may 
provide to meet the needs of individucJs. 

Reform measures must make the Federal partnership in home 
and commimity-based long-term care reliable and effective. 

Reform measures must continue to ensure the quality of services 
provided by all participating providers and the protection of the 
rights of individuals receiving Medicaid services. 

Members of the committee, you now have before you, in written 
and oral testimony, a wealth of information on current public 
policy, spending, population characteristics, and trends. 

I would like, however, as a parent, to leave you with this. Behind 
all of the facts and the figures are people; people who need certain 
services in order to participate more fully in our society; individ- 
uals who deserve to be treated with the respect and dignity that is 
due every citizen. Many, many people struggle to provide them- 
selves or their family members with the services they need in order 
to maintain the greatest degree of independence possible and to 
maintain ties with families and friends. When the Federal Govern- 
ment steps in to provide services to persons in need, it should do so 
in a manner consistent with these goals. It should do so in a 
manner which respects an individual's established family and com- 
niunity relationships, which respects the expressed needs of the in- 
dividual and family, and which supports rather than destroys the 
fabric of one's life. 

I want to assure you that my daughter, who is 34 years old, who 
is multiple handicapped, who is the typical kind of person who 30 
years ago was placed in an institution, has not ever been institu- 
tionalized. For us, this was never considered as a viable option. She 
has mental retardation. She has cerebral pal^y and she has a 
chronic seizure disorder with 10 seizures a day at the minimum. 

We have never felt that this was a reason to isolate her from her 
brothers, and her mother and her father and her family. However, 
I would like to see her continue living in the community when we 
are gone so she can continue her relationship with her brothers. 

Thank you. 

Senator Durenberger. Thank you very much. 

Pat, it has been a long time getting you here. And every time we 
have one of these hearings your former Governor keeps iJeating up 
on us. And we are glad you are able to be on this panel today and 
we appreciate the opportunity to listen to your testimony. 

[The prepared written statement of Mb. Everitt follows:] 
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INTRODUCTION 

The Association for Retarded Citizens of the United States is 
a national organization of volunteers - parents, educators, pro- 
fessionals in the field of mental retardation, self-advocates and 
others. The ARC has been in existence since 1950, Currently, our 
membership consists of approximately 160,000 individual members, 
over half of whom are parents of individuals with mental retarda- 
tion. The ARC is the largest organization in this country repre- 
senting and promoting tha rights of persons with mental retarda- 
tion and their families. We thank you for this opportunity to 
express the views of the ARC regarding Medicaid long term care 
services for people who ar-i developmental ly disabled. 

We are in a new age in the field of mental retardation. 
Parents with young disabled children no Zonger must consider 
sending their child away from home to receive care, training, and 
education. Indeed, the passage of Public Law 94-142, the Educa- 
tion, for All Handicapped Children Act, and the availability of 
educational and certain other services within community settings 
have practically erased the word "institution" from the vocabulary 
of these parents. The use of institutions is not, and will never 
be a desired option for them. 

With more families able to keep their children with disabili- 
ties >t home, there is now a growing demand for sophisticated, 
stable services systems within our communities. New experiences 
and new knowledge have created very different expectations from 
those of the past. It is time to let go of the old models and 
ideas and embrace the new ones. And it is the responsibility of 
the federal government to respond to these new experiences and 
this new knowledge and promote better services, better practices 
and better lives for our nation's citizens with mental retardation 
and other developmental disabilities. 

II. HISTORICAL PERSPECTIVE 

Since this nation's earliest history, people with mental 
retardation who have needed assistance or care beyond what their 
families were able to provide have been subjected to a segregated 
system of service provision. Although the earliest residential 
sc.iools were designed to educate persons with mental retardation, 
;:each them an occupation, and return them to their home communi- 
ties and/or families, the increased use of institutions for 
custodial ca.;e changed the nature and purposes of institutions. 
With the eugenics movement, institutional purpose again began to 
shift: from the desire to protect the person with mental retarda- 
tion from society to the denire to protect society from the person 
with retardation. Conditions in institutions were described as 
horrible in the contemporary literature; and, although great 
strides have been made in inproving institutional quality, scanda- 
lous conditions continue to persist today. (See Senate Hearing 
Record 99-50, Joint hearing by the Senate Subcommittee on the 
Handicapped and the Senate Appropriations Subcommittee on Labor- 
HHS-Education . ) 
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The legacy of our history In providing care In large segre- 
gated facilities remains with us today In the form of large public 
and private facilities providing long term care for persons with 
mental retardation In situations often Isolating people from their 
families and home communities. The legacy of segregated care also 
remains & strong Influence on our long term care system because 
major elements of our society have yet to develop overriding 
public policies and systems to meet the needs of families and 
persons with retardation where the need arises: at home or In 
their home communities. 

The federal government's contribution to long term care for 
persons with mental retardation Is primarily through the Medicaid 
Intermediate Care Facilities for the Mentally Retarded (ICF/MR) 
program authorized In Title XZX of the Social Security Act, The 
.IRC recognizes the major role that the ZCF/MR program played In 
Improving and upgrading the conditions of large public and private 
facilities for persons with mental retardation over the past 15 
years. The ARC, also acknowledges the significance of the declin- 
ing numbers of people living In large state mental retardation 
facilities and the growing numbers of small ZCF/MR facilities (of 
15 beds or less) scattered throughout this nation's communities. 
However, the bulk of the federal government's participation In 
long term care for persons with mental retardation remains based 
on the Institutional concept of 24-hour care facilities requiring 
that persons needing services must live away from their own homes 
or families. The ARC believes the time has come ^or the federal 
government to engage In a serious restructuring and refocuslng of 
its participation In the provision of long term care services to 
persons who are mentally retarded or developmentally disabled. 



III. RECOGNIZED PHILOSOPHIES OF SERVICE PROVISION 

The years since 1971 during which the ICF/MR program was 
conceived and developed were critical years of change In princi- 
ples and philosophies of care In general for persons with mental 
retardation. The philosophies of care which have develooed over 
the last 15 years and the technologies developed to Implement them 
differ dramatically from the philosophies which led to the growth 
and development of large rusldentlal facilities. 

Current social and philosophical concepts which shape , the 
prevailing view of appropriate long term care for persons with 
mental retardation are complementary and overlapping^ The con- 
cepts Include: family support and family-based care when possible; 
the developmental model of service planning as more appropriate 
than the medical model for persons with developmental disabili- 
ties; normalization; habllltatlon; least restrictive environment; 
nondiscrimination on the basis of severity of handicap; and 
increased and maximized Independence on the part of the person 
with mental retardation. These philosophies and concepts run 
throughout educational programs, residential programs, family 
support programs, and programs for vocational assistance and 
employment. 
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Zn short, the prevailing concepts recognize each individual 
as someone with developmental potential which can and should be 
maximized to allow the person the greatest economic and personal 
independence possible, with the least possible restriction on 
personal liberty and rights, and with the opportunity and training 
to enable the individual to live within the patterns and condi- 
tions of everyday life in his own community and the regular cir- 
cumstances and ways of life of his society. The philosophies 
emphasize services to assist individuals and families at home or 
in community - integrated settings. The emphasis is on decreased 
institutional admissions and the movement of institutionalized 
people back into community settings with proper training and 
support systems. 

Service systems which reflect these philosophies have devel- 
oped numerous residential alternatives to the 24-hour model of 
residential care, including in-home assistance and family support, 
group homes, supervised living arrangements in homes and apart- 
ments, adoptive families, and foster family arrangements. In 
fact, family support, whether for a natural, adoptive, or foster 
family, is increasingly the trend for providing long term care 
services to children with mental retardation; non- familial set- 
tings such as group homes, nursing homes, ZCF/HRs, and public or 
private institutions are increasingly being considered unaccep- 
table service settings. 

In any discussion of the current principles and philosophies 
which guide service provision, a factor which cannot be overlooked 
is the impact which P.L. 94-142, The Education for All Handicapped 
Children Act, had on people with mental retardation, their parents 
and families, and the professionals and advocates who serve them. 
After a decade of public school education for children with severe 
disabilities, our knowledge about teaching methods and perceptions 
about the capabilities of persons with severe disabilities have 
changed dramatically. The expectations and demands of parents, 
consumers, professionals, and advocates have moved many stages 
beyond the expectations which prevailed when the ICF/MR program 
was initiated. 

The trends in education towards the least restx-ctive setting 
and increasing personal independence through acquisition of neces- 
sary skills are being carried forward into employment initiatives. 
The focus in employment is to give persons the opportunity to work 
in as fully integrated a setting as possible. Whether the work is 
fully competitive or whether special support services are needed, 
it is recognized that severely disabled people, once thought 
unemployable, are capable of working and achieving at least some 
degree of independence. Throughout programs funded by the U.S. 
Departments of Education and Health and Human Services there is 
increased emphasis on work incentive initiatives and programs 
which encourage and foster the handicapped student's transition 
from school into competitive or supported work. 
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Families in situations which 10 or 15 years ago may have 
forced them to institutionalize a child in order to get needed 
services, have instead seen their children educated in the public 
school system* We now have numbers of educated young adults with 
mental retardation v/ho are "aging out" or getting too old for 
eligibility for services through their local school systems. 
Because of their training, they have much greater opportunities to 
find a place, integrated within our communities, to live and work 
than did young adults 10 years ago. But service needs of people 
with mental retardation do not end at age 18 or 22; these indivi- 
duals and their families are still in need of external support 
systems. Furthermore, these individuals and families are no 
longer willing to accept the 24-hour residential care facility as 
the only option. 

Another factor which must be considered is the current trend 
in deinstitutionalization of large public facilities which is 
taking place across the country as a result of court orders and, 
in some cases, on the initiative of the state. That trend, 
coupled with a declining rate of admission of children and adults 
to such facilities, is resulting in a steady decrease in the 
overall population of persons with mental retardation in large 
public facilities. 



IV. CONFLICTS BETWEEN PHILOSOPHIES OF SERVICE AND THE MEDICAID 



Increasingly, parents and consumers have been demanding more 
individualized family and consumer support services at home and in 
their cortanunities while the total population in large public 
facilities has been declining. However, the Medicaid ICF/MR 
program still maintains an emphasis on 24-hour out-of-home care. 

There are several areas in which the Medicaid program as it 
is now structured conflicts with the needs of people with mental 
retardation and their families. The major areas of conflict will 
be examined here. 

Any discussion of Medicaid's role in the provision of long 
term care services to persons with mental retardation inevitably 
raises the issue of the purpose of the Medicaid program itself. 
Administered within the Health Care Financing Administration, 
Medicaid is usually viewed as a program with an essentially medi- 
cal focus. While the ARC has attempted over the years to empha- 
size direct services based on development, learning, and the 
acquisition of new skills rather than services with an exclusive 
medical "treatment" focus, families, consumers, providers, and 
advocates often are faced with medically-oriented treatment sys^ 
terns and concepts. It is important for Committee Members to note 
the two purposes of \.he Medicaid program as put forth in Section 
1901 of the Social Security Act. " The dual purpose is to enable 
each state to furnish: 
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1) medical assistance on behalf of families with dependent 
children and of aged, blind, or disabled individuals, whose 
income and resources are insufficient to meet the costs of 
necessary medical services and 2) rehabilitation and other 
services to help such families and individuals attain dr~ 
Fetain capability for independence or self-care , ....( emphasis 
added) 

"Habilitation" is the term used to refer to services provided 
to persons with developmental disabilities which are designed to 
assist the individual to attain, as much as possible, capability 
for independence or self-care. A recurring issue in Medicaid long 
term care service provision is the question of what services 
should be eligible for reimbursement to the states under the term 
habilitation . Advocates, state administrators, and providers have 
sought, unsuccessfully, to get a definitive answer from HCFA which 
reflects current professional opinion. The question centers on 
the amount of overlap between **habilitation" and educational and 
vocational services. in its March, 1985 rules for the Home and 
Conimunity-Based Care Waiver program, HCFA has taken the position 
that "waiver" services must enable individuals to accomplish those 
day-to-day tasks necessary for them to remain in the community and 
avoid institutionalization. HCFA states: 

We do not believe that prevocational and vocational training 
and educational activities are commonly furnished as a means 
of avoiding institutionalization. Individuals would not, in 
the absence of such services, require institutionalization. 

Although Congress has dealt with this waiver coverage problem 
to a limited extent (COBRA-85}, the issue still exists for seg- 
ments of the waiver program and for the entire ICF/MR program. 
HCFA's statement flies in the face of reality, against both the 
service needs of individuals and families e^nd the current body of 
knowledge concerning people with developmental disabilities. It 
is also in conflict with policies of other Department of Education 
and HHS programs. This one Medicaid policy illustrates a very 
basic problem underlying all Medicaid long term care services to 
persons who are mentally retarded: the program and its adminis- 
tration are out of step with the needs of people who use the 
services and with the current body of professional knowledge and 
policies regarding appropriate service provision. 

As was noted earlier, parents and individuals with mental 
retardation are often seeking services far less extensive than 24- 
hour care facilities. Depending on the particular circumstances 
of the family or individual, service needs might be limited to 
several hours a week. But when an individual or family is faced 
with no services to support family or community-based care, that 
individual may be forced to join the ranks of those receiving 24- 
hour, residential facility-based care in an ICF/MR. This is 
unnecessary, unwarranted, and is a waste of valuable resources. 
Many individuals currently on waiting lists for ICF/MR or other 
public or private ♦'acility services might possibly avoid out-of- 
home care if alternti'^ive support systems were in place* 
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What is often referred to as the "institutional bias" of the 
ICF/MR program is the result of a combination of factors. The 
program is facility-based, with states receiving reimbursement 
only for services to persons living in Medicaid-certif ied 
facilities. The program originally focused on assisting states to 
improve conditions in large public institutions and the bulk of 
ICF/MR funds have been used in the large congregate settings. 
Large ICF/MR facilities, both public and private, often mean that 
individuals who live there are geographically far from home and 
family since many facilities were constructed many years ago in 
rural areas. Distance from family and isolation from home commu- 
nities adds to the institutional impact. Xn addition, the Medi- 
caid eligibility provisions which deen parental income as 
available to children living at home while iiot deeming such income 
available to children living in institutions or out-of-home create 
an impossible choice for parents. They are faced with choosing 
between Medicaid assistance for their child in out-of-home care or 
no Medicaid assistance while the child remains ixt home. 

The 24-hour facility focus of the ICF/MR program also creates 
another problem for people with mental retardation who need ser- 
vices: access to services. This problem presents itself in two 
ways* First, since states may limit the number of ICF/MR certi- 
fied beds in the state, eligible people who need ICF/MR level of 
care and who therefore should receive the services on an entitle- 
ment basis, are in practice denied services while their names get 
added to waiting lists. Secondly, if Medicaid supported services 
of a less extensive nature than ICF/MR services were available for 
people at home or in their communities, many persons would never 
need the ICF/MR level of care. We are well aware that the "need 
for institutionalization" often depends more on family circum- 
stances and the support available than it dotiS on any level of 
severity criteria. Lest this discussion raise the spectre of the 
"woodworking" effect, please remember, first, that eligible indi- 
viduals now go without needed services under a federal entitlement 
program, and, secondly, that the criteria to establish disability 
severe enough to qualify persons for Medicaid are not easily 
abused. Furthermore, we believe that individuals and families are 
looking for reasonable cost effective in-home or community ass4.s- 
tance to meet their individual needs. 

The Home and Community-Based Care Waiver program does allow 
states some flexibility and relief from the 24-hour facility focus 
of the ICF/MR program. The waiver program has given us an oppor- 
tunity to see creative program alternatives to the ICF/MR program 
which serve people at home and in small community-based settings. 
However, the waiver program is limited in its ability to provide 
states with a federal partner for the development of a comprehen- 
sive community based service system that can be relied upon for 
the future. Waivers are dependent upon Secretarial discretion; 
waivers are granted initially for 3 years and renewed for only 5 
years; waivers are an exception to a service system which 
stresses the 24-hour model of care; services are based on level- 
of-caie and cost-of-oervice criteria rather than on individual 
need; and the administration of the waiver program in recent years 



7 



ERLC 



326 



321 



has served to restrict and confine the use of waiver services to 
meet the needs of persons with mental retardation. 



V. MAJOR AREAS FOR MEDZCAZD REFORM 

It is clear to the ARC that the time has come for major 
reforms in the Medicaid system of long term care for persons who 
are mentally retarded. There are several principles and concepts 
which we believe need to be a part of any reform product. 



o Federal policies and federal financial participation 
should recognize and support service provision in settings 
which stress increased family and community integration and 
which stress an individual's growth and development towards 
increased independence and maximum self-sufficiency. Poli- 
cies based on anything less are selling short two of our 
nation's greatest resources - its people and its diversity. 

o Reform measures should encourage decreased reliance on 
large facilities, based not on a comparison of cost, but on 
the needs and rights of individuals to receive effective 
services in settings which impose the least restriction on 
personal liberty. In 1984, the ARC issued a position 
statement on residential opportunities which includes a call 
for the eventual phase out of the institutional model of care 
because of institutions* "lack of success in providing essen- 
tial developmental opportunities needed by persons who are 
mentally retarded.** 

o Reform measures should recognize the long term effective- 
ness of providing home and community-based services to per- 
sons with mer»tal retardation. Services that are provided 
when needed and where needed to individuals and their fami- 
lies can be extremely effective in reducing the extent of an 
individual's need for partial or total long-term care ser- 
vices over a lifetime. 

o Reform measures should eliminate the institutional or 

facility bias in long term care service provision. What has 
been termed the "one size fits all" approach to services 
should give way to allow states to offer long term care ser- 
vices on an individual need basis, or an "a la carte" 
approach to designing a set of services to suit each eligible 
individual's circumstances and needs. Such an individu- 
alized, non-facility-based system would require a well- 
designed case management system to ensure proper development 
and implementation of a service package to meet the needs of 
each eligible person or family. 

o Reform measures must give the states increased 

flexibility in program design within stated goals and service 
principles. State systems are currently in various stages of 
development of community-based services and reliance on 
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i.nstitutional or facility-based care. Scatea will also 
require flexibility in the array of services which will be 
offered to meat the needs of individuals in their states. 

o Reform measures must make the federal partnership in 

home and community-based long term care reliable and effec- 
tive. AS discussed, the current waiver program commitment on 
the part of the federal government cannot be relied upon by 
the states for long term planning. 

o Reform measures must take into account the social and 

philosophical principles which are currently guiding 
families, advocates, and professionals in their quest for 
services. Effective service provision cannot be achieved, if 
the federal government's role is out of step with o£her 
responsible parties and individual service needa, as is the 
case now with the issue of "habilitation.- 

o Reform ^&sures must continue to ensure the quality of 

services provided by all participating providers and the 
protection of the rights of individuals receiving Medicaid 
services. 

o Reform measures must escape the institutional legacy 

of our nation's past and ensure service provision based on 
respect and concern for the dignity of each individual and 
respect for the rights of each individual as a citizen. 

o Reform measures must ensure th^t services go beyond 

the nedical model and provide habilitation services net 
otherwise available a:;^ truly designed to assist the indivi- 
dual and his/her family attain and retain capability for 
independence and aelf-care. Such services should include, 
among others, case management, personal and/or attendant 
care, repite care, family support and training, adult day 
training programs, specialized vocational services, special- 
ized transportation, and preventive services. 



VI. S.873 AS A MEANS TO ACHIEVE REFORM; OTHER LONG TERM CARE 
REFORM BILLS 

The ARC has spent considerable time and effort in reviewing 
the Medicaid long term care system and in considering the reforms 
and amendments necessary to address the needs of eligible persons 
with mental retardation and their families. We believe that the 
Community and Family Living Amendments of 1985 (S.873 and H.R. 
2902) would achieve reforms which reflect recognized philosophies 
and principles of service provision. S.873 should be carefully 
considered by the Finance Committee as one approach to solving the 
problems and issues which are raised by this hearing. The major 
provisions of the Community and Family Living Amendments (CFLA) 
are designed to do the following: 
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o Require states, as a condition of receiving federal 
funds for certain services not now available under their 
existing state Medicaid plans, to engage in long-terra 
systeraatic planning of coordinated community and institu- 
tional service delivery systems affecting people with 
disabilities. 

o Ensure quality services for persons who are institu- 
tionalized and for those living at home or in community 
settings. 

o involve clients, parents, and/or families in the 
decisions affecting a person with disabilities. 

o Require service provision to be based on an 
individualized plan developed by an interdisciplinary 
team including participation by the individual who receives 
the services, as appropriate. 

o Require that states include some "community and family 
support services" m their Medicaid plans beginning two years 
after the effective date of the act. A comprehensive 
list of services that the states may choose from is included 
with a mandate for provision of case management services, 
protective intervention services, and individual/ family 
support services (which would include non-,medical personal 
assistance and respite care). 

o Make federal Medicaid reimbursement to the state 
conditional on completion of an implementation agreement 
between the state and the Secretary of Health and Human 
Services (HHS). Such agreements must cover a range of issues 
(quality control, protections of individual rights, training 
of employees, audits and monitoring arrangements, a plan for 
increasing community resources and decreasing reliance or. 
4.«.4:ge institutions, among others) and each agreement would be 
composed by the state in the light of circumstances prevail- 
ing in the state. 

o Make gradual reductions in the percentage of federal 
Medicaid match as it applies to care in Medicaid-certif ied 
long term care facilities accommodating more than 15 resi- 
dents . 

o Place a limit on a state's expenditure of Medicaid 

funds in institutional settings after 14 years. 

The ARC stands willing and eager to work with the Finance 
Committee and its staff to further improve CFLA within its basic 
concepts and goals and looks forward to its passage. 

The ARC is also aware that other approaches have been pro- 
posed to address the need to allow states r^^re freedom to offer 
home and community-based services through Medicaid, such as 
Senator Weicker's bill. Quality Services for Disabled Individuals 
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^den^s^^bills^*^th»' m"!J^ Bradley's and Representative 

tX^^„f : , ' Medicaid Home and community-Based services 

th!n hn?^''"; """^ H.R. 2863. Our initial analysis ol 

these bills, however, reveals ^h;»t 404^1-: ^« w 

individurrs -need" o institulionaUzatiln'and'r ioSrx'son o? 

A?feL,nr""" "stitutional care and home or community-based care f 

have^f concerned about any reform approaches Sh"h 

^.HH S» S ^ -"^^"""^ '^^"^ °f service provisionr we 

would be happy to continue work with the sponsors of the bills and 

se^ife"n2»L''°T"^" T restructure them in line with individual 
service needs outside of an institutionally-based system. 

VII. CONCLUSION 

nv,n„ ^i^'*" practical limitations of space and time, our testi- 

Ses anS'^^n^^'^'i^ ''^t^'Z ^"^^ °ver or%ouch only bkef [y'^'^upon 
issues and concepts which are of critical importance in this 
discussion of Medicaid long term care services peSp!e who are 

wishiSrther'de^tfir"!^; "D?"" '^'^^ Me^e?s of °stafl 

our testlm^L .J^fo-^^^tion, or discussion about any area of 

siln or^on;».n " "1-°°"°?^''^ ""^ principles of service provi- 
t^?^^ S . regarding the current Medicaid structure, we 

tr refer CoL-?^S"^i''^"- ^" ^<'<'ition, the ARC wouS!d be happy 
llteraf,1r» Members and staff to relevant studies and 

fro™%>,»?^ ^^""''f families who could illustrate the issues 
from their own experiences. xaauco 

hh» Sl^L ??" ^""^ opportunity to present testimony before 

" "^^ Soru^rd to the Finance 

%o =°""deration of the issues presented here and we look 
to working with Members and staff in ensuring that ser- 
vices which the federal government supports through Medicaid are 
rapidly as possible to truly moet the individual 
service needs of eligible persons and their families. 
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STATEMENT OF PATRICIA CRAWFORD, GOVERNMENTAL AF- 
FAIRS CHAIRMAN, MENTAL RETARDATION ASSOCIATION OF 
NEBRASKA, INC., LINCOLN, NE 

Ms. Crawford. I am glad that I have Mr. Exon to be my champi- 
on. I thank you very much; I appreciate your efforts. You know, he 
feels very strongly about this subject. He has got a lot of bruises on 
him from his governorship. 

In fact, when he was Governor, I was appointed to the Nebraska 
Governor's Developmental Disability Planning Council and I still 
serve as vice chairman of that group. 

Last night I had the opportunity to meet with parents of adult 
Medicaid recipients from six other States, sort of a chance meeting 
with some of the people I have talked to on the telephone over the 
years, but we haven't met face to face until last night. 

These people feel so strongly about this issue that they came to 
be at this hearing today even though they could not speak. And 
they said, "Pat, you are the only one, so speak for us." So I am 
going to do the best I can. 

You probably saw the recent U.S. Wews & World Report success 
story about retarded people, "Back in the World and Doing Just 
Fine," and you may remember Mickey Rooney^s portrayal of "Bill," 
a real life mildly retarded man making it on his own. I am going to 
tell you about an unsuccess story about a real life man with pro- 
found retardation, and an IQ measured at zero. 

My 25-year-old son. Matt, is a resident at the Beatrice State De- 
velopmental Center for the past 11 years and he is very representa- 
tive of that population classed as "severely or profoundly handi- 
capped." These folks are very different from the folks with retarda- 
tion who live in your community. Matt lived at home with his mom 
and dad, older brother and sister, and younger brother and sister 
until he was 14 years of age. He attended schools from age 3. The 
public schools did not take handicapped kids at that time, so we 
parents worked real hard at raising funds to keep the schools nm- 
ning. 

As Matt grew into the teen years, it became apparent that the 
progi-ams that we had helped to establish did not meet Matt's 
needs at all. He needed a structure and a routine that only an in- 
stitution can provide. He has no speech at all. 

We wanted him to be where there are three shifts of staff rather 
than house parents who can wear out. We like the checks and bal- 
ances and the high profile of a residential center; we like the rules, 
the Medicaid rules, that insure high standards. 

Matt needs direction in every activity. He needs help bathing 
and shaving; he must be told what to wear, when to eat, when to 
brush his teeth and wash his hands. He likes to swim in the spe- 
cially designed pool and it is wheelchair accessible. He likes music. 
But I can honestly say that because of profound retardation, there 
is really little else he can do or even seems to care to do. 

The reality is that Matt and the folks like him can never live up 
to the expectation Senator Chafee expressed when he introduced S. 
873. He said. 
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My legislation rediscovers the values of freedom, meaningful work in the neigh- 
borhood by giving mentally retarded and physically disabled individuals and oppor- 
tunity they have long been denied. 

At the Beatrice State Developmental Center where Matt resides, 
389 of the 467 residents are multiple handicapped; 238 have seizure 
disorders; 47 have heart defects; 280 are orthopedically handi- 
capped with 182 wheelchair users; 63 are blind; 101 have a hearing 
impiairment, 18 of those are deaf; 385 have no speech or speech im- 
pairment; 277 of the residents require feeding assistance; 310 need 
toileting assistance; 384 need help dressing; and 394 need help to 
bathe; 437 residents are not capable of making an appropriate re- 
sponse to an emergency; 375 require 24-hour awake supervision; 
177 require physical therapy; 276 have behavior problems, and 142 
of those are considered to have endangering behaviors. 

Forty females and seventy-four males require psychoactive medi- 
cation,, and all of those are on behavior management programs. In 
addition, there are 66 others on behavior management programs. 

The Ingh standards, that Medicaid imposes give the parents a 
real secure feeling that our children are properly cared for. But re- 
cently, HCFA— is imposing on these really fra^e people so-called 
active treatment, which I was told by Matt's social service worker 
was not defined in writing but result in the staff actively engaging 
these people from 6 d,m. to 9 p.m. 

Now I unde^^tand that this means that they cannot take a 
snooze or just sit and v^ for a while like we all do occasionally. 

Now HCFA is really putting these institutions through the 
wringer on this active treatment issue, and many people think that 
15 hours a day is inhumane to some of these residents. And since 
no written definition has been proferred by HCFA, I wonder if it is 
just another rock to throw at institutions to undermine them, and 
to further chop away at their credibility. 

Let me tell you that these folks in the institutions have a very 
faint voice. They are the most needy and the most dependent souls 
in this society. & you Senators phase down funding to these institu- 
tions, you will pull the rug out from under these Americans who 
need our help more than the drug addicts. 

Expand the Medicaid program but let the States determine 
where and how to use it. Phase down the Medicaid funding and 
you will close the private residential centers. And in Nebraska, 
that means three Lutheran residential centers. 

The States, especially rural States like Nebraska, may scale 
down their public facilities somewhat and keep them open on State 
general funds with much lower standards because of the lack of re- 
sources in th*3 western two-thirds of our State. 

Thank you very much. 

Senator Durenbeiiger. Thank you very much. 
Senator Durenberger. Dana iCruse. 

STATEMENT OF DANA KRUSE, SECOND VICE PRESIDENT, SICK 
KIDS NEED INVOLVED PEOPLE, "SKIP," INTERNATIONAL 
FALLS, MN 

Ms. Kruse. Thank you. Senator Durenberger. 
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My own child, Jennifer, is a special needs child, and I would like 
to tell you about her in order that you may have a better under- 
standing of the problems that surround a disabled child and the 
critical need for increased support and planning. 

Almost 4 years ago, when Jennifer was V/z years old, a tragedy 
struck our family when Jennifer became a near drowning victim. 
She ^vas revived, and through the miracles of modern medicine she 
has lived, but the disabilities caused from her accident are innu- 
merable. 

Jennifer suffered oxygen deprivation which caused massive brain 
damage, leaving her in a comatose state, unable to walk, to talk, or 
move her hands. Little did we know that life as we had known it— 
her running, laughing, and calling our names— was gone forever. 

During the agonizing months that followed, Jennifer struggled to 
stay alive despite overwhelming odds. She became dependent on a 
ventilator to keep her alive. Bolts were drilled into her skull to 
monitor braiii swelling, and a multitude of lines and tubes were in- 
serted into her body to administer food and medication and to mon- 
itor her vital functions. 

We waited, and we prayed for the time that Jennifer would wake 
up and start to improve. We looked to the experts for answers^ for 
guidance, and for reassurance and found that it wasn't always 
there. 

As Jennifer's condition began to stabilize, attempts were made to 
remove her from her life support. A tracheostomy was performed 
in an attempt to remove her from the ventilator and a permanent 
gastrostomy tube was inserted into her stomach for feeding. 

What hope we had for total recovery soon faded during the reha- 
bilitative period that followed, which included a total of 16 months 
and transfers to 4 different hospitals. She developed a severe sei- 
zure disorder, and in an attempt to control her seizures, radical 
medication therapy was initiated with devastating side effects. She 
developed muscle contractures ar,d brittle bones, which ultimately 
led to the dislocation of both of her hips, fractures of both of her 
legs and a broken collarbone. 

In her debilitative condition, she developed pneumonia and then 
chicken pox from which she nearly died. But Jennifer did survive, 
and she remains in a coma with little chance for recovery. 

The life or death situation, the trauma and the rehab that our 
family went through seems like a century ago when, in fact, it was 
not much more than a year. It was at that time that the questions 
started, "What now? You are going to institutionalize her, aren't 
you?" 

It was at this time that we, as consumers-, were introduced to 
what we call the system. 

Jennifer's health insurance funds were running low, and we 
were told that institution care would not only be the most economi- 
cal but be the most humane for myself and my family. We were 
told we could put our lives back in order and get back to living 
again. But how could we forget the child that we love, knowing she 
would be taken care of liy strangers in a place far away from our 
home? It didn't take us long to learn that we had to stand up for 
our rights, and in the midst of our grief we learned to humble our- 
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self and ask for help from those who cared, and could make a dif- 
ference. 

We were successful after many legal battles to encourage our in- 
surance company to agree to home care for Jenny. The savings and 
dollars were well documented, and we were able to decrease the 
cost by over 33 percent, and with the assurance of documentable 
quality care, we were on the road to getting our family back to- 
gether again. 

While Jennifer's story may seem to many of you almost incon- 
ceivable, believe me, it is not. The stories and lives of many of 
these special children are sadly and unfortunately very similar. 
But what happens when you run out of insurance? WTiat happens 
when you run out of money? You aren't able to buy services. Are 
you once again faced with the institutional question: What happens 
when you as a family are seemingly put in situations where life 
and death decisions for your loved ones are based on dollars and 
established policy rather than medical appropriateness and dignJ- 

We quickly become the experts in services delivery, as well as 
.the funding system, or our child will pay the highest price if we 
don't. 

After numerous contacts with the Health and Human Services 
Division, we are told we are fortunate to live in one of the less 
than 30 States and territories that can cover the total care package 
that Jennifer will need. Now the question remains. How do we 
access this great program within the State of Minnesota? Do we get 
there by being eligible for the categorically needy program o^ Med- 
icaid, or is that just for people who fall under the financial assist- 
ance category? Because both my husband and I work, it hfiS only 
been the drain of Jennifer's medical expenses that wave put a fi- 
nancial burden on us. So if we do not quality for the categorically 
needy program, then are we eligible for the medically n^y pro- 
gram? 

Jennifer is certainly medically needy. But do we have to spend 
down to the poverty level to gain access for Jenny? But then there 
IS the 2176 Waiver Program that services only a selected population 
in need. 

After reams of rules and regulations that are so mind boggling 
and discouraging, you ai-e ready to give up unless you become de- 
termined to sort your way through the maze. I am afraid that so 
many parents do just that and give up. Then what is there left for 
them? 

Senator Durenberger. Thank you. 
Ms. Kruse. Thank you. 

Senator Durenberger. We appreciate your testimony very much. 

[The prepared written statements of Ms. Kruse and Ms. Barbara 
Konopka, president. Congress of Advocates For the Retarded, Inc., 
follow:] 
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SIOP. INC. 

SICK Kit;s (Ntso) iNvocviD ptonx 



NATIONAL HIAOQUAfrrU S 
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FINANCE SUBCOMMITTEE PUBLIC HEARING 
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FINANCE SDBCOMHITTEE PUBLIC HEARING 

HEDZCAZD FINANCING Of SERVICES FOR 
DEVELOPHENTALLY DISABLED PEOPLE 
Friday/ Septtiabtr 19# 1936 

Testinony given by Dana J, Kruse ^ 
Parent and 2nd Vice President of SKIP 
testimony written by Karen A, Shannon 
Founder and Nettional Executive Director of SKIP/ INC. 

Good Borning Senator Durenberger and other neabers of this 
distinquished comniittee. My nai&e is Dana Kruse and I a% here 
today from International FallS/ HN, I appreciate the opportunity 
to testify this {corning on behalf of my own daughter and also the 
thousands of other disabled children across the country. 
The parents and fair.ilies of these unfortunate children confront 
on a daily basis overwhelffiing* and often times devastating/ 
personal circu.TiStances surrounding theii children. As different 
as each fantily and their situation iS/ they all have one thing in 
ccM<.4ton« they are determined to create the best possible life for 
their child. However/ due to the current lack of coordination of 
benefits and accessibility of services that are critical to the 
well'-^ein9 of these children/ n«any/ if not all families/ &re 
experiencing enor[««ous financial difficulties. 

Ky own child/ Jennifer/ is a special needs child and I would like 
to tell you about h^r in order that you may have a better 
understanding of the problems that surround a disabled child and 
the critical need for increased support and planning. 
Almost 4 years ago/ when Jennifer was 2 1/2 years old/ a tragedy 
struck our family when Jennifer became a near drowning victim. 
She was revived and through the 'miracles of modern medicine" she 
lived/ but the disabilities caused from the Accident are 
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InnuMtable. Jennifer .uffered oxygen deprivation which caused 
oassive brain d.oog^ leaving her in » cowtose state, unable to 
walk, talk, or >.ove her hand.. Little did we know that her life 

as we had known it - running, laughing, calling out our 'nanes - 
was 9one forever. 

During the agonizing nonths that followed, Jennifer struggled to 
stay alive despite overwhelming odds, she became dependent on a 
ventilator to keep her alive, bolts were drilled into her head to 
«,onitor brain swelling and a multitude of lines and tutts were 
inserted into her body to administer food and medication and to 
monitor her vital functions. 

we waited and prayed for the time that Jennifer would wtke up and 
start to improve, ne looked to the experts for the answers, for 
ouicance, for reassurance and found it wasn't always there. 
AS Jennifer's condition began to stabilize, attempts were make t.-. 
remove her fro., life support systems. a tracheostor.y was 
perfor.-,ed in an atteii.pt to remove her from the ventilator and a 
Pernanent Gastrostomy tube was inserted into her sto,T.ach for 
feeoin?. 

..hat hope we had for total recovery soon faded during the 
rehabilitative period that followed, which included a total of 16 
n-onths and transfers to 4 differ.int hospital. she developed a 
severe seizure disorder anc in an attempt to control the 
seizures,radical medication therapy was intiated with devastating 
side effects. she developed muscle contractures and brittle 
bones. Which ultimately led to the dislocation of her hips and 
fractures of both legs and collarbones. m her debilitated 
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conditionr she devtloped pneuaoniar then chicktn pox, fron which 
•ht nearly died, ^ 

But Jennifer did aurvlve, howeverr and «be renains in a coxa with 
little chance for recovery, ^* 
That pact of our fasilies life aeevs like a century agor when in 
fact j^lt .was not aucb sore than a year, Zt was then that the 
questions startedr * What now, you are planning to put her in an 
institution, aren*t you?" Zt was at this tine that we were 
introducted to what we as consumers call 'the SYSTEM' • 
Jennifer's health insurance funds were running low and we were 
told that institutional care would not only be the stost 
econonical, but the nost husiane to Myself and ay family. We were 
told we could then put our lives in order and get bsck to living. 
But how could we forget the child we loved, knowing she would be 
taken care of by strangers in a place far away fron home. It 
didn't take us long to learn to stand up for our rights for in 
the fl.idst of our grief we learned to humble ourselves and ask for 
help from those who cared and could make the difference. 
We were successful after many legal battles to encourage our 
insurance company to agree to home care for Jenny. The saving in 
dollars $ were well documentated, .and we were able to decrease 
tne cout by over 33% and with the assurance of documentable 
quality care, we were on tV^ road to glutting our family back 
togftwher , 

k^hile Jennifer's btory may seen to many of you alcost 

inconceivable, believe it Is not. The Ftories end Ilv«s of 

nany of these "special children" Are sadly end unfortunately 

very similar. But what happens .men you run out of money? you 
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aren't able to purchase services? are you once again faced with 
the instituticnrX question? What happens when you as a faoily are 
seenin^ly put in situations where life and death decisions for our 
loved one are based on dollars and established policy rather than 
medical appropriateness and dignity? We quickly becose the 
experts in the services delivery, as well as the funding systen), 
*or our child will pay the highest price if we don't, 
rfter numerous contacts with the Health and Human Service 
Division we are told we were fortunate to live in one of less 
than the 30 states and territories that 7an cover the total care 
package that Jennifer will need. How the question remains how do 
ve access this great prograu within the state of KN? do we get 
there by being eligible under the Categorically Heedy Program of 
medicaid? or is that just for people who fall under the financial 
assistance c.s.te9ory; because both my husband and 1 work and it has 
only beep ♦ihe drain of Jennifer's medical expense that have put 
a financial burden on us. so if we don't qualify for the 
Categorically needy Program then are we eligible for the 
Kedically ;:eecy Proyraiu? Jennifer is certainly medically needy, 
but ^o we have to spend down to the poverity level to gain access 
for Jenny? And then there is the 2176 Kaiver program that 
services only a selected population in need. 

After reams of rules and regulations that are so mind boggling 
and discouraging, you are ready to give up unless you become 
determined to sort your way through the maze. I'm afraid so 
many parents do just that, GIVE UP, and then what is left? 
We as Americans are duty bou^id to respond to the needs of our 
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children« and all our fellow Aaericans. Our Anerican dreaa is 
founded in the belief that all people are created equal and that 
all Anericans have the right to peroue life, liberty and happiness* 
The charge I leave you with is not from just One HOH, but sll the 
Mothers* across our land, *Alone we stand defeated , but together 
what ^ cftn achieve will cove nontainSf all it takes is 
recognising we have a probleia and the will to do sonething about 
it. 

Thank you for the opportunity of testifying before you today* 
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I am Barbara Konopka, President of Congress of Advocacca 
for the Retarded, Inc., a national organization of parents, 
families and guardians, working for the advanceracnt of all 
sientally retarded Individuals* We represent "the parents' 
voice" in advocacy across America. All officers and 
directors of CAR are parents of retarded individuals* We 
work without compensation, have no paid staff and utilize no 
public funds* 

Since becoming incorporated in 1980, CAR has strived to bring 
together parents, families and guardians of mentally retarded 
persons to begin again to build a self-representing force in 
advocacy for our loved ones who depend upon us to speak for 
their advancement and protection. We wish to bring a halt to 
our children being fair game for self-proclaimed experts, 
political opportunists and get-rich-quick operators who are 
cashing in big on the dollars spent to "improve" the lives of 
the mentally handicapped. 

During the 1970s, civil rights activists, moving through the 
process of deinstitutionalization, intruded upon the lives of 
mentally retarded persons and their families to push forward 
as a national goal, a philosophy of freedom that has caused 
death, destruction and devastation to these individuals and 
families swept up in this ideological wave o2 social reform* 
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Mental retardation has become a megabucks business. 
"Community placement has groun from conce^/t to program to 
Ideology", stated one lawmaker a few years ago. "Every 
action, every appropriation, every policy Is directed at 
shuffling people, not treating then." The situation remains 
tie same today. 

Parents of mentally retarded children and adults are In the 
center of the social reform. arena and split apart by 
bureaucratic game playing In the movement to gain control of 
federal and state (program) dollars In order to perpetuate 
the mental retardation bureaucracy. 

In the 1980s, the bureaucracy has become Imbedded In the 
legislative process. At the federal level, the goal Is to 
redirect Medicaid dollars away from residential centers of 
care and treatment of the most seriously Impaired, a move 
planned to bring about the demise of this Important part of 
a service continuum. 



THE COMMUNITY AND FAMILY LIVING AMENDMENTS NOW SITTING IN 
COMMITTEES IN THE U.S. SENATE AND '"^"SE OF REPRESENTATIVES 
(S.873 AND H.R. 2902) REPRESENT ATROCIOUS ASSAULTS AGAINST 
THE HOST SEVERELY AND PROFOUNDLY HANDICAPPED AMONG OUR 



RETARDED POPULATION. 
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Although this hearing has been described as "not a hearing 
on the Chafee bill", it was reasoned in announcement "to 
evaluate where and how the funds are being spent and whether 
services are being provided in the setting most appropriate 
to meet the needs of the individuals receiving services," 

In the book of testimony presented on the Community and 
Family Living Amendments of 1983 (Hearing 98-775, held on 
February 27* 1984), Senator Durenberger stated in his closing 
remarks: "To go back to the focus of this hearing, for people 
who wanted to be witnesses today it looked like this was a 
hearing to say whether we were for or against S,2053, I have 
concluded this is a hearing that is for the disabled in 
America, and for the improvement in their health care," 

"•••.I don't feel that we ought to be constrained by the $8 
billion or the $4 billion, or whatever it is, dollars and 
say, 'There isn't enough to do this right,* because there is 
so much in other parts of the system that we are absolutely 
wasting, that we shouldn't use that to beat up on health care 
for disabled persons." 

Whether or not settings are appropriate cannot be determined 
without the informed opinions of parents of the individuals 
being served. Appropriateness of settings should not be 
determined by the amount of dollars governments deem 
sufficient or are willing to spend. Neither should 
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individual needs be determined by "what is available". This 
has been the case too long for too many. Such direction 
results in tissue-paper planning. Without utmost 
consideration and priority afforded parent/f anily/guardian 
judgment, individuals are ultimately ill-served and everyone 
loses. 

Twenty years ago, the United States of America made a 
commitment to the mentally retarded of this nation. Through 
that commitment, much has been improved for many among our 
retarded population. For the severely and profoundly 
impaired, we have gone too far. "We've lost our sense of 
priorities", stated Elliot Richardson, former Secretary of 
Health, Education and Welfare, in an address before the 
President's Committee on Mental Retardation (May 11, 1986)* 
"We need to refocus our minds on the questions. What can 
society afford to do on behalf of those who need our help? 
What can we afford not to do? Why cannot we afford to do as 
much today as five-ten years ago?" 

"And what standards should apply to the level of quality of a 
civilization", asked Ambassador Richardson. "The best of all 
measures: Society's response to the least valued of its 
members." 
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The Mental Retardation Establishments 

fxcfrpled rrom "Mettmg </ic N^s oftht Reiarded" by Or. Robcn L l»3cu,n. 
Slate Univttuty or New VorJt it Omghamtoo, New Vo/fc 

The RrouDS of admin.«ralors who mternrct, implement, and monitor programs for the menially .Icfioem ex- 
,« Suy "ate5. w,thm regies of «o.e,, and wuhin in«,.u,ions The S^-J* 
mmlslralon of prominence wrthin a «ale are reUlivdy few and known W P^Pj^^^".!^^";; 
Ihfoughool the country. Spokesmen for this group of natKjnally known administrator! represent a ,K>weriui 
lobby on the national scene. They also are influential In the «ates they represent. 

Within regKjns of a sutt and within lnst.tutK)ns a sim.Ur.s.tuation exists. Certain of the ►'•SbC' ^J-"'"-""'^^ 
re^^IjJtt&itutionstothestateleadersh^^ 
assumed the rote of spokesmen for the employee* serving under them. 

TheseeslablishmentspUyanlmporUntroleinthedevefopme^^ 
devetec their own ideas and pUns for the mentally deficient. These ideas and pUns reflect a ""^O'^-JV JT* 
cSiX c^es from disc^sion arnong the memberiand a su^ 

The^^TirJ^^H by lh« articuUle spokeSnen of the several establishments to peopJt and B'""^,^ -"^fl^^^^^^^ 
in the I^^tive pc(2esses. They have access to those who have the decisionmaking power .n government. 

Many of the professiorul adminiOrator* are active or innuential in ~!*«>~'v«t;r^^^^^^ 
organized to suppoitth^causeof the rT^nUllydefKlent-Theseareas^ 
bfparentstoK)naspolrticallobb«.Typically,the5eorganl2al^^^ 

as businesses by profeisional administrators who have strong tdentiftcatwn with o.her prolessionai aa 
n»nhtralors in the sute and federal bureaucracies. 

AS with manv suCh groups, a minority of the members come to exert disproportwnate influccKe. Th«c are 
p^rlr^J^^l^erS^and drive^They are appointed to ^<'«^-"»^' ^<>rCZrntfof ^ 
andelected officials. The majority of the members do not become active partKipants- P^^"" "^TL^S 
dSic Jl^^rso™ fromalllalksof life, a sub^ant^^^ 

admimsiraton who become authority figures. In many instances, the opinions of the administrators 
ceptcd unquestionlngly by individual parents and parent groups. 

ineffectthere are two major voKes that influence the politicalscene^^^ 
fesslonal administrators and establishments composed of parents and sim.Ur groups who champion the cause 
of the mentally deficient. 

lArt, To the Dubl>c it lame mav have vie^vs about the care and treatment of people wvJh mental defi. 

^ke diisi^s Tn«^^^^^^ fiH the vi«« of the mental retardation establishments that arc made known to the 
rftln r^keri Th«c v«ws may or may not represent those heW by the pubfioat-largc or even by the ma- 
'^^tfo :^ml^'o^^^ ThT:ay not -en represent '^lin^V parents ,n parenfgroups 

j^nce. as we noted above, the oificJal opinions are forged by Jhe ftw leaders of the groups. 

The leaders of the variousmentalretardatK,n establishments hold viewsthatmay not betj^^^ 
tunsForthoscinthestat^ 

of the Rovernment agencies involved with the care and treatment of the menwHy hand capped ' nceos o 
nt'ff'SoyL should be represented, butth^^^^ 
cient themselves. In principle, the parent groups would seem 

nr«n of the mentallv deficient. However, as mentioned, some of these parent groui»s mvK 

„„X «laol.»h.d b«ause of Ih. pol,l.cjlly Klive ond vocjl g-oupj in ihc «uU.ihmenl» Only when heiL 
rwS/d« b,tw«n cu,«nl p.«.k« ,nd vi«. of «Ki«y vnll th.« be » n«,o, ■•conc«,on - 
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Senator Durenberger. John» do you have a question? 

Senator Chafke. Well thank you very much, each of the wit- 
nesses. I have had the privilege of hearing from being associated 
with some of you before. 

I do want to say to Miss Crawford that in connection with the 
l^islation that I have sponsored, we have a set aside for those 
States that wish to use institutions, and I think it is important that 
that be rea^nized. 

The testimony we have had from Mrs. Kruse, and Dee Everitt, 
and others, I particularly want to congratulate Jeff Gunderson for 
his testimony. I understand this is your first visit to Washington, 
the first time in an airplane. 

Mr. Gunderson. ThSs is the first time I have been out of the 
State in 17 years, except to see my sister in Illinois. 

Senator Durenberger, That is why they have got the bumper 
sticker that says "Escaped from Wisconsin,'^ right? pjaughter.] 

I had to get that one in, Jeff. 

Mr. Gunderson. In this case, I think that is true. [Laughter.] 
Senator Chafee. So we want to thank each of you. Your testimo- 
ny has been very, very impressive, and helpful and moving. Thank 
you. 

Senator Durenberger. Jim. 

Senator ExON. I want to thank all of you for your testimony. I 
was called out for just a moment. 

Jeff, I listened to your testimony very carefully, and I want to 
congratulate you for being here today. Your testimony was tremen- 
dously important. 

Mr. GuNDERSO?^. Thank you. 

Senator ExoN. It gives xzs an insight, and I really bslieve that the 
insight that we get from you is a case in point for community 
based programs, and programs outside of institutionalization. 

Dee, I thank you. for your testimony. Miss Kruse, I had to be 
called out and I missed yours. 

Pat, thank you for your testimony. Pat Crawford, I think, is car- 
rying on a concern that we legitimately have for not only the Jeffs 
of the world, where the community based program and noninstitu- 
tional care has been a great plus, but there are others. 

John, I am glad to see that you have something in your bill 
about exempting States, and I will be glad to talk to you and 
maybe we can work that out. 

I simply want to say that I hope we do not get down into the cus- 
tomary battle that we seem to get into on these issues by recogniz- 
ing— 1 emphasize once again— the very needs of the various people 
that we are trying to help. Taking away from one and giving to an- 
other, in my opinion, is not the answer, because when we do that 
we foi^et those who cannot come here and t^tify and speak. There 
are other. [Applause.] 

Senator ExON. Therefore, I simply say that let's approach this 
with caution. 

I emphasize once again, Mr. Chairman, as I think both Dee and 
Pat Crawford know very well, I am a strong supporter of both. 
What we come down to is where are we going to get the money 
from to take care of both? It is an obligation we all have and let^ 
continue to work on it. 
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Thank you all for being here. 

Senator Durenberger. Let me just very quickly summarize and 
end the hearing by saying that on the point Jim made at the end, 
where is the money going to come from, that I think yuu don't 
have to be here too long to understand that this Nation— I made 
this little talk yesterday to a group of Mongs, and Laosians, and 
Cambodians and Thais who were afraid that their families would 
never come to this country, for example, because we don't have 
enough money. The reality is that this is a very rich nation in 
many, many ways. The resources are all out there. The financial 
resources are there and the human resources are there. Sometimes 
it is just simple utilization of TLC and that sort of thing. 

But as Lowell Weicker said, I think, in the beginning, and as 
John Chafee said in his opening remarks, it is a question of how 
well can public poL'cy, particularly in the fijiancing of services, 
keep up with what m actually going on in the community? Some of 
that is technological, but a whole lot of it is in the parents here, for 
example, v/ho have been testifying today, in their view of their own 
capabilities and the capabilities of the community around them, 
and how that has changed ard changes over a period of time. Are 
we, thi* challengers, gomg to be able to be capable of formulating 
policy changes that can adapt to the realities of what is going on in 
the world? 

The resource issue I don't think is a problem. I think the re- 
sources are there. But the current public policy makes it very diffi- 
cult for us to put the right resources in the right place to do the 
right.thing at the right time. 

So I will just end again by saluting my colleague here on my 
right, John Chafee, for his leadership over the years on this issue. 
My sense is that, as you indicated in your opening statement, that 
in the next Congress, as we come to grips with the various ele- 
ments of so-called welfare reform, as they call it around here, cata- 
strophic insurance, what are we going to do about the chronically 
ill, the issues of long-term care for the disabled and for the elderly, 
are all on the President's platform. I think in this committee, in 
1987, you will see us come to grips with the challenge thai John 
Chafee has laid out here for us over the years. All of these hear- 
ings, and all of these places with all of these peple, and all of this 
emotional charge, if you will, will have been fruitful. 

On behalf of all the other members of the committee who could 
not be here, let me express my appreciation to those of you who 
are here representing hundreds of people who cannot be here 
today. 

Thank you for being here. 

Senator Chafee. Mr. Chairman, I would just like to say one 
thing. First of all, we want to thank you for your continued inter- 
est and involvement in this effort. You have been excellent in your 
leadership — we all appreciate it — as chairman of this subcommit- 
tee. 

Second, I would hope as we leave that we bear in mind what Dee 
Everitt said. We are not just dealing with institutions or communi- 
ty living or the facilities or Medicaid, we are dealing with human 
beings. Those are the people I think we have got to keep in mind as 
we wrestle^ with thfi^e proDlems. 
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Thank you very much. 

Senator Durenberger. John, thank you. Ladies and gentlemen, 

we thank ycu. The hearing is ac^oumed. 
[Whereupon, at 12:53 p.m., the hearing was concluded.] 
[By direction of the chairman the following communications were 

made a part of the hearing record:] 
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American Health Care Association 1200 isth street, Washington, dc 20005 (202) 833-2050 



The Anei'ican Health Care Assooiation is the nation's largest federation 
of long tem care facilities. Over 9,000 acaber facilities provide care to 
chronically ill and developaontally disabled of all ages, AHCA coaaends the 
Senate Finance Cccaittee for conducting these hearings on the issues of Medicaid 
funding for services for the developaontally disahlbd and approdatca the opportunity 
to provide ccoaents on thea. AHCA believes that a vide spectrus of institutional 
and noninstitutlonal soi'vioes aust bo funded if the needs of the developaentally 
Qisabled are to be addressed. 

BAdMQDMD 

In 1972 Congress axtended Medicaid coverage to include interaediato care 
facilities for the aentally retarded (ICPs/HR). Active treatoent and aJJ-hour 
supervision are required for certification. Current rules to iapleaent the 
prograa are being revised for final publication in 1987. Ihe goal of the ICP/MR 
prograa is to help each developaentally disabled person reach his/her aaxlaua 
potential. Each resident aust have an individual active treataent and training 
prograa. Active treataent is a planned, goal-oriented therapy prograa vhich 
assuaes the resident can develop beyond cu**rent capabilitios. 

Under the Medicaid rules, ICP/MR facilities are licensed and aonltored 
by states. Currently, 560 specific federal standards govern ICP/MR facilities. 
In addition there are state scandards. Pacilities are inspected annually to 
deteralne ccoplianco with the standards. 

The ICP/MR prograa serves persons vith a broad range of disabilities, such 
as blindness, cerebral palsy, epilepsy, and aental retardation. Professional 
services offered to residents include nursing, dental, aedical, psychology, 
physical therapy, occupational therapy, speech pathology, audlology, therapeutic 
recreation, pharaacy, social and dietary services. These services, in addition 
to rocQ and board, cooprise the "total** care the ICP/MR facility aust provide. 

Most developoentally disabled persons are cared for their faailies in 
the hc«e and receive services througji health, education and training prograas. 
Other developaentally disabled are cared for in ICP/HR facilities. Six to fifteen 
percent of all aentally retarded live in soae fora of supervised residential 
setting such as state institutions, private ICPa/HR, and foster care or saall 
cccaunlty facilities. The »ost sevorly handicapped individuals are cared for 
in the large public and private institutions. A 1982 stu<Jy, **aaaalficaUon 
of Residential Pacilities for Mentally Retarded People,** found that 19 percent 
of the populations of large private institutions are profoundly retarded and 
14 percent are nonaabulatory. The profoundly retarded are only 10 percent of 
the populations of saall group residences and only 5 percent are nonaabulatory. 



A non-profli orpnuauon of pnprtetAiy ind non-pirptkUO Ions lenu hetlth cut fidUiki dedicited to improviitf health can of 
the cotTYtlesccnt tnd chionciUy iQ of aH acei. An equt! opportunit/ employer. 
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At the ppeaent tlae a state has the option to operate an ICF/KR progrw. 
Scae state Hedlodd jrofpr» support only sUte institutions and ocwiunity prograasj 
howerer, others support a rarlety of program, Inedudlng tUd-alzed private fop 
.profit ajd Don profit fadllUes. In the last decade, a trend tcward developing 
ooBBUi^ty oare facilities has developed. For ezaaple, over the last decade 
the total population of Jarge state Institutions has declined by one- third while 
the nuaber of co»«unlty care progreas has Increased ninefold. Hw adnlsalona 
to supervised apu^taents during 1982 Increased by 32 percent while nw adalsalons 
to large fadllUes grew by only 6 percent. One-third of the exlsUng aiall 
program have opened since 1980. 



CfflTPfTOH or CA"^K r.^ NRKIffin 

AHCA supports a wide spectrin of services for the developaentftlly disabled 
and advocates a systoa which provides service delivery in settings tailored 
to address the needs of the Individual. AHa opposes proposals to Halt reUburse- 
aent for servloes to a single nodel of se.*^lce delivery. The needs of the develop- 
aentally disabled are diverse and aust be addressed by a variety of systeas 
and prcgraas. Qearly a alldly retarded, aabulatory, verbal individual needs 
a level of care that Is different frca the care needed by a profoundly retarded, 
nonverbal, nonaabulatory person. 

For soae de» elopaentally disabled persons a aaall facility nay bo Ideal. 
For others, especially those with nuaerous, coaplex needs, a larger facility 
than can offer an array of services and full staffing Is acre appropriate. 
Fcr stlU others, there wUl bo a need for different levels of care as developoental 
5 4w"JIL**"° akllls change. If all fadllUes are Halted In dse, no dngle 
f^-eUlty will be able to provide a wide array of services. This will cause 
paj*Ucular probleas for the severely handicapped who need conUnuous aulUple 
services such as profesdonal nurdng services, phydcol therapy and occupaUonal 
therapy on a dally bads. 

HBItfiDRSRMaiT AMD ^ CfflTj^^lTH 

Studies supporting the theory that saall, oooaunlty-based fadllUes are 
less expensive than lnsUtuUona.\ care can be alsleadlng. In order to correctly 
Interpret thea one aust understand the various types of InsUtuUonal and non- 
InsUtuUonal care provided for ICF/HR clients and the re^oburseaop.t systeas 
which fund then. 

IVo types of facilities coaprlse "Institutional oare fadllUes." TMs 
fact Is not usually apparent In cost studies which label InsUtuUonal care 
as the Bost expensive. There are large state fadllUes and there are private 
ICF/MH faclUU65, such as those which are AHCA aeabers. Large state owned 
and operated fadllUes are the aost costly. In part, this Is because of higher 
labor and property costs and the higher costs associated with the heavy care 
clients for whoa they provide care. Full cost rdaburseaent through Medicaid 
results In payaent cf over $100 per day per resident In aany state InstltuUons, 
AHCA aeaber faclllUes are private proprietary and nonproprietary fadllUes 
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which p«n8« in size fron 16 b«d8 to 200 beds but averts© tpppoxlaately 70 beda. 
Private facilitiea are reiaburaed per diea ratea of approxiaately $50 to $65 
dollara per day per resident. 

IHCA hopes that the Cocaittee will focus on the cost of providing appropriate 
services for each client before it concludes that one aodel is less expensive 
than another. This is iaportant because the total cost of care is not always 
reflected in the Medicaid per diea reiaburseaent. Ssall (up to 1 5 beds) facilities 
utilize training, education, transportation, social services, and therafy (roff^oEU 
which ore supported through state and county governaents, Onited Vay and charitable 
donations. Many of the residents also are SSZ beneficiaries. Ihe oosts of 
these ser/ices ere not included in the daily rate that is funded through Medicaid. 
Mid-size and large facilities usually provide coaprchenaivo services on caapus 
as part of the facilities* prograa. Iho costs of these coaprehensive services 
are included in the Medicaid per diea rate. 

Medicaid funds both institutional and noninstitutional services for the 
developientally disabled. Medicaid funds the institutions which aeet the ZCF/HR 
sUndards described earlier. Medicaid also funds services for the developaentally 
disabled through the Sec. 2176 Roae and Coeaunity Based Services waiver prograa 
for individuals who would otherwise be institutionalized. Zn addition, the 
recently enacted Sec. 9516 of the Consolidated Budget Reconciliation Act provides 
the state Medicaid agency with options to either approve six nonth plans of 
oorrectlons for deficient facilities or plans to reduce peroanently the population 
of the facility by aoving clients to cooaunity services. 

MCk PfflTTTCK W COBRPIT PROPOSALS 

There are several proposals before Congress which would alter Medicaid 
financing by directing subsUntially all Medicaid funding to a coaaunlty- based 
aodel of care. AHCA opposed these proposals because they would liait the avail- 
ability of services for the developientally disabled to the coeaunity care aodel 
and prohibit access to Medicaid funded institutic^ial care. 

0:ie of these proposals, S. 87 3i the Cooaunity and Faally Living Aaendaents, 
would restructure Medicaid services for aentally retarded and other severely 
disabled individuals. S. 873 proposes to phase out aost funding for institutions 
and shift it to the coeaunity- based services over 14 years. 

AHCA*s objections to S. 373 are centered on the following aajor points: 

o H ot all g ftyorMv dtaaMed pf.r g ona can ha g^rad-fjr-ln oggBuntty aettlnaa. 

— Many severely disabled are physically and aentally handicapped 
and suffer froa life-threatening aedical conditions. Soae are 
frail and need constant observation by professional staff. A 
recently puolished article in the October 1986 Aaprlcan jQUmal 
for Pub li c HftAlth noted that several aedicaX specialties essential 
to the care of delnstltutlcnallzeds individual in Massachusetts 
were not available in the coeaunity. 
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— k large portion of InsUtutlonallxed eentally roUrded rosidenti. 
■loo suffer fro« aerlous bchaTloral problcaa. IhoM people require 
a high staff ratio and Intense oare by trained Individuals. 
Aocess to professional help Is a neoesslty for both staff and 
residents. Experience shows that these ollents are the aost 
difficult to plaoe in oouiualty oare» and are the aost likely 
to fall In aaall coraunlty settings and return to the Institutions. 

Some past delnstltutlonallxatlon of the severely disabled people 
hore failed BloeraUy. Many believe that recent efforU in Kentucky 
and Florida resulted in exaMples of Inadequate care» high nortallty 
rates and Irreversible desage to residents. 

Quality 1b not d|rf »QtlY r<»laUd fro alge . 

Larger f anilities oan provide Bore services and oan develop a 
professional staff to deliver varied and ooaplex sophisticated 
services. Deoause of the nature of the funding source for Irrge 
fanilltlesr ollents are less dependent upon varied and categorloal 
program appropriations which oan be changed or terainated. Such 
changes can disrupt or cancel services. 

— Huierous studies have concluded that size is not related to quality 
of oarci that hcaellke fanllltles do not guarantee iaproveaenti 
and that faally style hoses oan be acre restrictive than larger 
settings. 

— In larger faollltles residents engage in sore social behavior 
and develop acre friendships than residents of s^all faollltles, 
as found in at least one study ccoparing saall and large settings . 

Larger faollltles, by virtue of large professional staffs and 
largo nmbers of visitors, allow for greater opportunity to fcraally 
and Inforaally aonltor resident oare. 

Tte life safety of disabled people is enhanced through physical 
structures built or aodifled to aeet life safety and other code 
requlresents developed to provide needed protection. Paally 
hoses are not designed to provide this protootlon. 

Handatlnff coMunltv carii for mi MywfUr dlBablftd tx^rBonw vlll 
th e ooBt of fittrt^ ^ 

The total cost of care: rooa, board, services, tralnlngi aedical 
care, transportation of ooaaunlty care ollents, oan exceed the 
cost of private ICP/HR oaro. For exaaple, in 1982 U'e oost of 
saall group residences with day prograas was ^62.70. The cost 
of large private ICF/KR care with. day prograas was ^56.63. 

Additional costs which would result froa ooaaunlty care aodels: 

1. Additional costs of adainistering, aonltorlng, surveying 
and inspecting a greater nuaber of faollltles scattered 

4 
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throughout the country. 

2. "Start up" costs which vould bo associated vith the progroa. 
Ihese should include the cost of aaintainins the tapXj beds at 
the larso facilitr. Costs are associated vith the additional 
nisber of staff who vill be needed to coopensate for tine lost 
trarellng to, froa, and between aanor saall fadliUes. Labor 
costs are approadMately two-thirds of the prograo costs. 

3. Costs of deinstitutionalizing the heary care resident. 
ApproxiBately oAe-fif th of the residents of private large 
institutions and over one-half of those in public facilities 
are profoundly retarded. Fourteen and 25 percent of tT ^ 
institutionalized are nonaabulatory. Host coesunity care 
prograas care for acre able persons, less than 10 percent 
are profoundly retarded and less than 6 percent are non- 
aabulatory. The greater the disability, the greater the 
need for staff and the gr'cater the cost ot care. 



A second proposal, S. 19^8, the Quality Senrices for Disabled Individuals 
Act, would eatahUoh a Bureau of Quality Services in HHS, require surveyor training 
and standards for residential facilities and require the state to establish 
a hone- and cooaunlty-basod services prograa for persons who would otherwise 
be institutionalized at a greater cost. AHCA has no aajor objections to this 
proposal as it pertains to the developaentally disabled. AHCA supports the 
concepts in the legislation which require state plans for screening, appropriate 
lev^s of care criteria and a strategy for developing hcae- and coaaunlty-baaed 
services. 



AHCA believes that Kedicaid funding of services fcr the developaentally 
disabled could be enhanced by aaking the Sec. 2176 Hoae and Coaaunlty Basad 
Services Prograa perxsanent instead of a prograa which sunsets at r^ular intervals. 
State planning for hose and oooaunlty services involves training staff, construction 
or substantial renovation of residences, screening and assessing individuals 
and other long range functions which are difficult when the funding source aay 
be teaporary. Vith the exception of the sunset provision, the Sec. 2176 prograa 
allows states to provide a wide variety of services. Congress should consider 
reooving this one barrier. 

Any changes in Medicaid aust encourage a balanced approach to the care 
of the severely disabled. Th9 severely disabled are a heterogeneous group and 
cannot be cared for in a narrowly designed systea which works under certain 
drcuastances. 

There is a need for saall facilities, respite care, day prograas and the 
entire contlnuua, including institutions. Those who can be adequately and 
efficiently cared for in saall facilities should have the option to reside in 
thea. Unfortunately, aany people are unable to develop the skills necessary 
to live in saall group hoaes. These people cay be profoundly retarded, blind, 
crippled and suffering froa any nuaber of aedioal conditions. Those people 
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nood nuralng. therapy ud ouotodlal ctr« 2«-bour« • d«y in tddlUon to trmlrilng. 
la It pr«cUc«l or «T«n pooalhlo to proYldo these oerylcea in aaUl scattered 
aetunga? Bren If the persomiel were aTallahle, the cost would be prohlbdUve. 
Ihe total cost of a nuralns yislt, a hocae health aide visit and a therapist 
if ^ ^'^r. Add to this the cost of roca, board 

aiw custodial cere and the total oost la such sore than what Medicaid now prorldes. 

We eupport the goal of Independence; hoMerer. the der el opaen tally disabled 
need and desenre aore than a systen which lo based on an arbitrary nuaber of 
beds, not the quality of services. 

KOD:Jbe 

86462.02 

9/V86 



ERIC 



659 0 - 87 - 12 



350 



minnesQta 



Association for Retarded Citizens low Free 1 -(8001-582-5256 
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SepteDbtr 22, 19B6 



Betty Scott-Booa 
Coral tte« on Finance SD-219 
Dlrksen Senate Office Building 
Uashlngton, D.C. 20510 

Dear Ks. Scott-Booa: 

We wish to offer the following written sutencnt to the record of 
the Septenber 19 Senste Finance Conalttee Subcoealttee on Health 
hearing on Kedlcald financing: 

In Hinnesou, Medicaid policies have dicuted service develop- 
Bent. Therefore to a great extent, the only service that has been 
developed to laeet the long-tera care needs of people with develop- 
eenul disabilities has been Intenac41ate Care Facllltles/Kental 
Reurdatlon (ICF/KR), Over 7,000 ICF/HR beds currently are 
licensed In Minnesota. 

Alternative services, especially faally supports and long-tern 
care services In less restrictive settings, have been In great 
denand. It was not, however, until Minnesosta began utilizing the 
Title 19 Hoae and Co«iaun1ty Based Waiver that these services be- 
caae available. The ARC has seen the denand and preference for 
these services grow considerably over the last two years. In 
addition, their availability Is enabling four large facilities 
(40 - 100+ beds) to close down and place people In soaller and 
Bore appropriate settings* 

In Minnesou at least. Medicaid policies have a profaind Impact 
on the development of our service systea. This Is why ARC Minne- 
sota so strongly supports the Cocanunlty and Faally Iving Assend- 
nents. It will enable us to neet the deoand for scall copiaunlty 
services and continue to phase down and close larger Institutional 
prograas. ARC Minnesou strongly believes that all people, re- 
gardless of the severity of their disability, can live In saall 
cooeunlty settings provided that cooounlty supports exist. Due to 
the lopact Medicaid has on long-tera care services, we believe 
that Its policies should be promoting the use ef snail cooounlty 
based services which aost appropriately aect the needs of people 
with developaienul disabilities. 

We sincerely hope the cocalttee will carefully examine the Issues 
regarding long-term care prior to and In conjunction with con- 
sideration of any proposed solutions. Including the Cownunlty and 
Family Living Amendments. 
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HS. BEm SCOTT-EOOM 
SEPTEMBER 22. 1986 
PAGE 2 



If we can be of any assistance in clarifying the issues in Minnesota or 
providing you with additional information* please do not hesitate to 
contact us« 



Sincerely 




President 
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TESTIMONY OH MEDICAID FINANCIHG OF SERVICES FOR DEVELOPMENTALLY JISABLED PERSONS 

By ALEXANDER L. KAPOLITANO, EXECUTIVE DIRECTOR 
On behalf of BETHESDA LUTHERAN HOME 
Watertovn, Wisconsin 5309A 

Prepared for the September 19, 1986, Hearing 
Held by the Subcosalttee on Health of the U.S. Senate Cocaittee on Finance 



Thank you for this opportunity to share suggestions regarding Medicaid 
funding of services and long-tern care for developcentally disabled persons. We 
are concerned because soce of the approaches vhlch have been proposed have had 
the effect of splitting the ranks of advocates for persons with cental 
retardation. It Is essential that all who have an Interest In their care 
(Including patents, providers, legislators and retarded Individuals theaselves) 
work together to icprove, assure and fund a full spectrus of education and 
services. We believe this hearing Is an excellent step In that direction and 
hope that future discussions vlll expand opportunities for verbal Input froa a 
s^ch broader segsent of those vho are concerned. 

I. BETHESDA'S EXPERIENCE 

Since 190A, Bethesda Lutheran Hoae has served over 2,600 retarded children 
and adults, earning a nationwide reputation for excellence In the field. 
Currently we serve over 450 retarded Individuals froa 31 states and one foreign 
country on our naln caopus In Watertovn, Wisconsin. This represents a voluntary 
reduction fron a high of 660 beds 10 years ago. We also operate 14 group hoaes 
In nine states and Faith Village, a 6S-bed cottage and group hose cosplex In 
Shawnee Mission, KS, giving us a total of 6S0 residents In Bethesda facilities. 

In addition, we are converting a beautiful elght-plex apartaent building to 
supervised apartaents ia a Milwaukee suburb. We are also developing a cluster of 
three 15-bed units in Aurora, Illinois, and have just purchased two core sites 
for coaEninlty living facilities xn the Greater St. Louis, MO, area. 

Bethesda eaploys a staff of 650 people, including doctors, nurses. 
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therapists (occupational, physical, speech, recreation and ousic), psychiatrists, 
psychologists, residential aides, chaplains, teachers, social workers, a 
pharoacist, sedical technologist, librarians, and a volunteer coordinator (who 
works with core than 5,000 volunteers who befriend, chaperone, assist and provide 
special entertainisent for our residents, donating over 70,000 hours each year). 

To provide inforoation on services, facilities and materials, Bethesda 
operates a National Christian Resource Center. To provide consultation and 
prognosis for the future, we have a Diagnostic and Evaluation Center. We also 
publish curriculua oaterials, which wc oake available free of charge or at cost, 
and training and planning helps such as our new "Task Analysis." In addition, 
our Outreach Prograa provides seainars and workshops to train workers and 
encourages parishes to velcoce and involve retarded people in congregational 
activities. 

Our newest venture is an interactive video studio (scheduled for cocpletion 
in Deceaber on our Watertown caapus) where we will test new aethods of training 
coCTunlty living staff, teaching retarded individuals and doing aedical 
diagnosis. 

Our goal is to help retarded individuals develop their talents and abilities 
to their fullest potential, thereby enabling thea whenever possible to live 
satisfying and productive lives in the co&aunity. 

II. RECOMMENDATIONS 

Based on our background and experience, we believe the following four points 
are essential to the provision of adequate, appropriate care and training for 
developaentally disabled individuals and should be the basis of any legislation 
that is approved. 

A. An Individual habilltatton plan should be developed for every retarded 
person in need of services . 
Benefits! 

1. These plans will identify the services aost needed by each 
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individual and outline a program for achieving the individual's oaximua 
potential. 

2. Cost effectiveness will ensue with oore efficient use of services. 
These habilitation plans can becosc the guideline for establishing necessary 
cervices; current research is inadequate to deternine precisely what 
additional services are required, how nany group homes/foster homes, etc. 
are needed. 
Guidelines; 

1. Parents/guardians/advocates and clients should be involved with 
professionals in development of the plan. 

a. Providers of services to developmental ly disabled individuals 
oust have an individualized program plan for each client and must be 
accountable for providing active treatment. 

b. Each state should establish an identification and screening 
process for all developmental ly disabled Individuals who are potentially 
eligible for services. 

2. The goal of each plan should be: 

a. , To help the ret"- i individual live as normal a life as can 
realistically be deemed possible and logical, given the individual's mental 
capacity and functioning level. Although all of life Involves risk (and 
risk can be beneficial), nevertheless planning considerations should 
include: 

(1) Safety/medical needs, 

(2) Quality of life, 

(3) Involvement In true ccoaunity (which nay or nay not be 
the least restrictive setting), 

(A) Client satisfaction, 

(5) KaxiciTst exposure to quality training techniques, 

(6) An environment conducive to acceptance and respect of 
the individual. Mentally handicapped persons are not really free Just 
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because they reside outside the four walls of an institution. Sinply living 
in a house in a cotsQunity does not assure quality of life and integration. 
It requires being wanted, involved, and accepted for your individual 
self "Worth. 

b. To prepare individuals vho reaain in the family hece for the 
day when their parents, either because of illness or death, can ao longer 
care for theo. 

B. Legislation should encourage, not limit a full spectrun of services, 
ranging froa institutional care to supervised apartcents and fanilv living 
arrangenents . 

Benefits: 

1. Availability of a comprehensive array of services: 

a. Preserves freedom of choice for the retarded individual and 
his/her family, 

b. Recognizes the fact that it is "normal" for most young adults 
to leave hoce for education and training (in large colleges and schools 
where they often live in dormitory settings) or for Jobs, 

c. Provides options for retarded adults whose families are overly 
protective or who are subjected to stress through family expectations that 
are too high. 

d. Allows retarded persons to CHOOSE «' cluster or private 
community Cinstitutional/residential) setting ivsl as golden agers CHOOSE to 
live in a senior citizen citizen complex. 

e. Recognizes the individuality of each retarded person and 
allows them to progress at their own pace, rather than limiting the length 
of time they may remain in a facility where they are comfortable, happy and 
receiving appropriate care and training, 

2. A full array of services (including both private and public 
agenc ) not only offers options to the clients but also encourages 
competition among providers, thereby promoting improved services and 
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enhancing opportunities for clients. 
Guidelines; 

1. Service providers should be aeasured by quality (see Iten "C") and 
cost effectiveness, not by artificial or arbitrary size lialtations. There 
is absolutely no proof that "big" Is ALWAfS "bad" and "snail" Is AUYS 
"good." Both have their benefits and both have their weaknesses and 
dangers. 

2. Cost effectiveness should be deterolned by conparing apples with 
apples. 

a. Provision of like services (at least for severely and 
profoundly retarded individuals) is norr »\ less expensive and oore 
efficiently done in a good institution or cluster than in a group hose when 
all factors (residential services, nedical and psychological care, 
education, training, transportation and inspection) are neasured. 

b. Carefully planned deinstitutionalization is desirable for 
higher level retarded persons, but a good institution or cluster can provide 
a oore wcure and beneficial environaent for those who are medically 
fragile, who have behavior problens, and/or who are elderly and have nental 
or physical disabilities. For such individuals, a good private institution 
can also be the taost cost effective, especially if it is a non-profit 
organization. PLEASE NOTE: Oor 3tatea«nts in support of institutions 
should not be interpreted ss favoring huge, isolated facilities of the 1,000 
bed variety. We sioply believe sone people fire better and nore 
appropriately and econoolcally sen'-d in an institution where all required 
therapies and services are readily ^nd constantly available. In these 
facilities, quality - not size - should be the evaluating factor. 

3. Eophasis should be on assuring true conaunity (integration, 
satisfaction and friendship) - not sinply on living IN the cooaunity. 
Urger facilities, in many cases, can offer a greater sense of cooaunity for 
the individual. As isore and oore people have moved into cotaaunity settings. 
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we have seen tsore and more examples of isolation and loneliness, of 
inappropriate seeking of coopanionship and recreation, and of peopU 
unprepared to handle their new freedon. Therefore they often end up in the 
police systea, on welfare roles or on the street. 
^ Self worth cay be fostered to a greater degree for some individuals 

\ an institutional setting where they have a chance to "win" In competition 

with other handicapped persons, rather than always being the loser, the 
subject of stares and ostracism, the one who is left out because of 
inability to communicate or actively participate in favorite neighborhood 
\ pastimes. 

\Other shortcomings of the community setting for lower functioning, 
unprepared and/or disabled adividuals may include: less intensive and less 
varied tr^catment opportunities, greater possibility of abuse, and, for the 
medically fragile, more restrictive living (confinement to a few rooms as 
compared with the vast expanse and opportunities of a good, *arge facility). 
^* Q'^ality s hould be assured through continuance of federal inspections, and 
these Inspections should include all providers on a rejtular basis . 
Benefitst 

1. Federal inspection prevents states from having two standards - one 
for state facilities and another for private facilities. 

2. Federal inspection protects residents' rights to have adequate 
services. 
Guidelines; 

1. Such inspections should place the emphasis where it belongs - on 
quality of services and provision of active treatment, rather than on size 
of provider. 

2. Deemed status should be offered to facilities which achieve JCAll or 
ACMRDD accreditation. If an institution chooses tu apply for the most 
stringent accreditation process - and achieves it - that should be adequate. 
Tax money couH certainly be saved by not having to nonitor such facilities. 
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3* All facilities, except those which achieve professional 
accreditation, should be inspected annually, regardless of size. There is 
as ouch potential for abuse and neglect in a snail facility as in a large 
one. 

D. Funding should be based on individual need and, like Medicare and 
standard aedical insurance, should allow the person to choose where approved 
services will be purchased, without regard to county, region or state. 

Benefits! 

I* Such an approach preserves freedos of choice for retarded 
individuals and their families. Given the sultiple syndromes, behaviors, 
and causes involved in retardation (with many still unknown), no single 
geographic area can provide all the services which are required. 

People Kust be able to seek out services, even go across state 
boundaries if necessary to obtain the desired training and services. If 
this is not permitted, people will fail through the ciacks right and left - 
in fact, this is already happening due to state allocation of funds through 
counties or regions. Just as a person with a disease travels to hospitals 
and dcctorft who specialize in the treatment of that disease in other states, 
80 retarded people must also be given the ability to seek the services which 
their condition mandates, whether that means traveling within the state or 
across state lines. It is imperative that regulations regarding medical 
assistance funding be amended to allow this to be done. Once needs are 
detemined, the money rhould follow the person. 

2. Such an approach permits the exercise of religious preference. 
Freedon of worship is a basic of the L.^'^K^'^nn way cf life. Too often no 
religious education is available to retarded people in the local community, 
and they must sesk it elsewhere. Although facilities like Bethesda are 
working to help parishes reach out and Involve retarded citizens in the 
local congregation, it may be years before all churches offer appropriate 
opportunities to developmentally disabled persons. Until that time. 
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retarded individuals must not be deprived of their right to worship and grow 
in faith. Habilitation plans and funding options must respect that right 
and allow religious instruction to be a consideration in the choice of 
placement. 

3. Such an approach vill reduce costs - the free enterpiiss systes 
normally brings costs down and improves quality. People will patronize the 
best and avoid the worst, forcing them out of business. This approach has 
proven effective in British Columbia; their method should be tried in the 
U.S. Vithouc such a provision, only those with adequate financial resources 
will be able to afford good private care of their choice. 
ruidelines: 

1. Habilitation plans should establish service needs and thus 
determine the approved funding level for each individual, based on federal 
funding standards. Plans should be reviewed annu^^lly. 

2. A voucher system can enable the individual to purchase needed 
services in a facility/agency of choice. 

3. Parental ability to pay should be a determining factor for those 
who are 18 years and under. 

III. REACTION TO PENDING LEGISUTION 

Ve applaud the primary intent of S. 873, which is to provide additional 
services for a grater number of mentally retarded people. Ve have experienced 
the frustration of families in Florida and other states who want i'nd need 
services for their retarded relative, only to be told there are no more workshop 
openings and no monies available for more group homes or community services. 

However, we strenuously object to the proposed CFIA method of extending 
services: namely, by eliminating or greatly reducing all or most of the 
institutions which serve developmental ly disabled persons in the United States. 

While we recognize that there is a limit to how far tax monies will stretch 
and to what Congress will approve for services in any area of need, it must also 
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reaenbered that governnent exists to do for people that which they cannot do 
for theoselves. It has been our experience in raising funds for Bethesda that 
the general public readily seea and understands the need for services to retarded 
persons and is willing to expend soney for this purpose* 

Therefore, we believe that the "rob Peter to pay Paul" approach of S. 873 
does an injustice to the American people through its supposition that the only 
way to obtain funds for services to retarded individuals is to take it fros thone 
who arc in Institutions. Moreover, as was indicated in our introduction, this 
approach has fractured the ranks of the advocates of retarded people At a tide 
when unity, not infighting, is essential if progress is to be mad«. 

To oove forward, we oust begin with better research, both in regard to needs 
and prevention. To achieve this, we sust have a nore concentrated and 
coordinated federal effort. Perhaps this can only be acoaplished through the 
ectablishaent of a new federal bureau, such as Senator Lowel . ^feickcr proposes in 
his "Quality Services for Disabled Individuals Act of 1985" - S. 19A8. His bill 
extends the Medicaid Waiver, thus encouraging continued innovative efforts in 
cotssunity services, while at the same tise avoiding the pitfall of residential 
size lioitations which is so controversial. 

IV. IN SUMMARY 

While Medicaid costs for services to devclopmentally disabled individuals 
have grown tresendously in the last decade, we sust retaeaber the reasons: the 
deinstitutionalization process has uoved most nild and soderately retarded 
persons to less restrictive settings. Those who resain in institutions are 
prisarily the severely and profoundly retarded, the elderly, the medically 
fragile and the dually diagnosed. To provide adequate care and active treatment 
for these persons, the good institutions (and there are many in this country 
doing an excellent Job) have drastically increased their staffs - and inflation 
has also taken its toll. 

Obviously this increases the cost of care - but no nore, and m some 
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instances less, than it would cost to provide the SAME services In a conaunity 
setting. 

And it's worth it when one sec the progress of soaeone like Steve, born 
severely retarded and without eyes. For the first 12 years of his life, he was 
cared for at hone by his devoted parents, i ho took hin fron doctor to doctor 
seeking help. All the consultants saw no future for Steve. Finally in 
desperation, his family brought him to Betbc8da...a child who looked like a tiny 
infant, still drinking from a baby bottle. (His foster grandeother here used to 
take his for rides in a baby strollir!) In Just a few years of loving care and 
training at Bethesda, Steve has grown to normal height, discarded his bottle, 
learned to feed himself solid foods, and learned to walk, run - and even 
rollerskate. 

That's why Medicaid oust continue to fund QUALITY care for developmental ly 
disabled people. . .both in institutions and in comstunity settings. That's why 
government exists - to help those who cannot help themselves. 
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CABINET FOR HUMAN RESOURCES 
COMMONWCALTH OF KENTUCKY 
HUMCFORT, KEHTUCKY 40921 



OKMUmKNT FOn MCKTAL KCALTH AND 

. awrr AL mtamoatkn tonnces 

An tfn^ Ojt ii i iiiilr i r ii fli j ir » M/F/H 



September i^, i9S6 



Ms. Betty Scott-Boom 
Committee on Finance 
Room SD-219 

DIrkscn Senate Office Building 
Washington, D.C 20^10 

Dear Ms« Scott^Doom: 

As suggested In the press release No. Z6^70, Kentucky's Department of 
Mental Health/Mental Retardation desires to present our view on the impact 
the Medicaid program has on the long term can; of the developmentally 
disabled. 

Your Inclusion of this report In the printed record of the scheduled 
hearing will be appreciated. 



Sincerely, 



Dennis D. Boyd 
Commissioner 
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For the third year of our Medicaid waiver program through 3- 

we served only ^39 individuals reflecting a need for an additional 
1,185 slotSy based on our estimated need* 

The following table reflects the number of unduplicated clients served 
and cost per recipient from both the institutional and community settings for 
the first three years of the waiver program. 

ICF Waiver Program 



Year 


Clients 


Costs 


Clients 


Costs 


1983-8'* 


1,369 




23^* 


$ 6,'*57» 


198'*-85 


1,260 


$30,995 




$18,167 


1985-86 


1,270 


$30,72^* 


539 


$16,97** 



From the above data, it is quite evident that the Medicaid waiver 
program is very cost erfective. The development of the estimated additional 
needed services is contingent on the continued availability of medicaid funds. 
The Kentucky Department of Mental Health/Mental Retardation solicits your 
endorsement of continued funding for ICF/MR facilities and increased 
funding for these community programs* 



average annual Medicaid payment per recipient o£ AIS/MR waiver 
set vtC^s is lower than projected due to a claims backlog. This backlog results 
from Kentucky's acquisition of a fiscal agent for Medicaid claims processing 
on July If i983> which necessitated a development and transition period. 
Even if all recipients had received a full year of ^-rvlce when entered into 
the formula this figure would also show a saving' 

Due to the claims delay» the second year of the project evidences artificially 
higher rates of payment per recipient. Therefore, the project would be most 
properly evaluated if the two years were combined. 
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In an effort to determine the need for residential bedj, the State of 
Kentucky has utilized the methodology, developed by Or. Michael Hogan, 
Deputy Commissioner for Mental Retardation for the Stttc of Massachusetts* 
This planning methodology recognizes that a state cann'Jt provide services to 
everyone who might qualify, but realistically plans to meet the needs of those 
Individuals who are in real need of appropriate services at any time within a 
fiscal year. 



Based on our population figure; supplied by a publication of the 
Department of Commerce, Kentucky Economic Statls^lcs, ;he f/^llowing 
Information represents the estimated need for services by service cat^gcrj of 
the population who Is mentally retarded. 



Estimated Number 
Category Definition of Persons 

Independent Living Individuals who are able 13,031 
to live without our services. 



Minimum Supervision Individuals with self-help 3»414 
skills, but who need periodic support 
with coninn'jnlty living. 

Moderate Supervision Individuals who have basic self- 1,199 
help skills but ne^ .'egbJar 
support and training In managing 
around their home. 



Supervised Training Individuals who require on-site 
supervision with training In 
self-l'iclp skills* (This category 
constitutes the medicaid waiver 
MR/DD population) 

Supervised Living Individuals who require Intense 

on-site supervision and considerable 
to total assistance In self-help skills. 
(This category constitutes the ICF/MR 
population*) 

At the present time, Kentucky has 1,203 licensed ICF/MR beds plus an 
additional 344 beds In a private facility which was operational many years 
prior to our licensure process. Based on the estimated need for ICF/MR beds, 
we now have sufficient Institutional beds available to meet our estimated 
need. 



1,724 



1,409 
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Concerned Families of Hazelwood Hospital 



CONCERNED FAMILIES OF HAZELWOOD HOSPITAL I.C.F MR) 



FINANCE SUBCOMMITTEE TO EXAJJINE 

MEDICAID FINANCING OF SERVICES 

FOR DEVELOPMENTALLV DISABLED PERSONS 



SEPtEMBER 19, 1986 
SENATE DIRKSEN BLDG ROOM -215 



3123 5anV SUMt 
Louisvitlt. Ktntucky 40212 
(502) 774-3936 



OtfiCtrs 

Louitt Undemoo«J. Pf esident 
Oftti Wtst. ViCt Pf«si(!dnt 
Gtcn mytt. Secftttry 
Eib«n« H«ley. If t«Mr«f 



Robf ft L Heleringtf. Altornty 
Shirley Neal. Fund Chtirmtn 
Pat Newton. Entertainment Chairman 
Etvin Myers. Historian 



PRESENTATION BY: 



TO 



CONCERNED FAMILIES OF HAZELKOOD HOSPITAL 
3129 Bank Street 
Louisville, Kentucky 40212 



Board of Directors 
Louise Underwood 
Di'iJ v.'ijt 
Percy Voyles 



Etvin Myers 
C>tttcn A'len 



Shirley 
Pnx NtAtcn 
Glcn V.'hyte 



Ann Cheek 

Robert L h'»>f»nger 

ElbertA Ha'ey 
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Concerned Fanilics of Ha^cluood is deeply ccnceintJ m ju\ M^.dit.aiJ Cuti> 
for our Rental ly retarded citi.ens in these United States. Kc src ulso 
interested in vhy Medicaid cost has gone up nil lions of dollars in the last 
fev years. Ke do not believe thas cost is related to UlKhCT CARh OF OUR 
M.R. CITIZEN'S . Ke believe that cost iS related to LARGE SALARIES OF SO 
CM LED PROFESSIONALS KKlCH COME IN AND DO LARGE STUDIES 70 hHAT TlPE OF 
PROGRAMS A\ll TO UHERF ^tR MLNTALL^ t^'EI^RPID C1T1:E\v sroul!) LIM . 

SE.NATOR CHAFEE'S S.Z. * 873 is an example of vhy cot^t has gone up for 
Medicaid. REPRESENTATIVE JOSEPH MCUADE H.R. 2S25 is another exanple. 
If these elected officials had gone out and done a stud) of coanunit} 
based services verses Institutional care they vould find out uhich is 
the nost expensive. 

Concerned Families of HazeKood supports the concept of conaiunity 
alternative for those vho can function in and benefit from such an 
environment. However , ve strongly believe a spectrua of services is needed 
to neet the needs of all the disabled. Ke believe too, present needs should 
be net first. Senator Chafee*s Bill and Representative Joseph McDade*s 
bill strongly reconnends closing of all institutions. 

Senator Chafee and Representative McDade*s bill is described as a bill "to 
amend title 19 of the Social Security Act to assist severely disabled 
individuals to attain or maintain their naxinun potential for independence 
and capacity to participate in Comunity and fanily life". The bills are 
but another attempt to jclose some of our fine institutions for the nentally 
retarded which provide excellent care for our profoundly retarded citizens. 

Sone points I should like to raention: 

1. 98 I or r.iore of parents who have MR children in Kentucky Institutions (or 
residential facilities) vant their children to remain there. Concerned 
parents of helpless children demand a high level of care and are pleased 
with the care Kentucky provides in our facilities, 

2. Institutional care lor medically demanding or high care MR children is 
far LESS costly than scattered community care offering the same servies 
to the same degree. There are insufficient professionals to travel 
about the communityand even if there rentnally were, it would be 
extremely expensive^ Terminology is i ;oriant here! A paren* 1 know says 
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. ?si'*i 1 coat ill lu'u 

• her daughter received phy«tcal therapy at school. She received this 
2 hours a week fron a PT aide. A child in Haselwood State Facility 
received PT several hour ^ daily by a licensed physical therapist with 
supcnised PT activities intergiatcd into other progran* througout the 
reaainder of the day. 

3. There is big $$ profit for soae in providing cocisunity care. The state 
governnent in Ky. contracts out for MR connunity services with a Council 
for Retarded Citizens Agencx . The agenc> in turn ^abcoatracts for services 
with a Conmuaity Living Company who finally gets around to delivering 
services with whatever funds are left. (SEE ATT.^CHED DOCUMEKTATIO.N) . 
Coznunity Services Delivery is big business that lends itself to poor 
accountability. Correct monitoring is alnost IMPOSSIBLE . Several of 
Kentucky's Connunity Comprehensive Care Agencies have taken bankruptcies 
due to poor nanagenent 3nd ue have reports of their deli\ering poor 
coKQunity care. 

4. If an institutions is not doing it's job then look to the people uho 
fund it and to the state officials who nanage it. Ken.uck> and sons 
other states have fine institutions so there is no reason for poor 
Instituticnal care anywhere in the United States. 

S A recent investigation by state officials in Kentucky found that nany 

Coiamunity foster and group homes were delivering poor care to state wards, 
there vas even sexual abuse in these supervised connunity care hones, 
fortunately the children could talk and finally brought the ratter to the 
attention of the officials. Think of what can happen to a totally helpless 
defenseless child who can neither talk, walk nor can make any of his needs 
known. 

6. A severely disabled person is one thing but a profoundly retarded child 
who has no self help skills, cannot talk, who has ongoing ncdical problems 
and who functions with an IQ of S---is quite a different J.in^i of individual 
with quite different needs. Many persons with severe disabilities can care 
for themselves in the connunity with help. We are not talking of children 
such as these and we support connunity care for then. Rather, wc arc 
talking of children such as we have at Hazelwood who nust have demanding 
around the clock care just to survive. SEE ATTACH .D TO KIIAT HAPrENS WHLN' 
THIS TYPE OF CHILD LEAVES HA2ELW00D AND CANNOT SUR\ IVE IN THE COMMUNITY 
i\r.D KIIO HAD TO BH RCTURNED TO HA.CLKOOD TO LUX. 
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Pas^ ^ Continued 

The Departnent of Health and Hunan Servxes is now engaged m an evaluation 

of proposals to ^estruct Medicaid. Some parts of this stwdy ue find are 

very important to families v*ho have aentally retarded children in Institutions 

Family cost of sharing is an impossible task for many families if i>ot all 
families who have children or family members in State and Private Institution 

Medicaid cuts should be taken off of the SO CALLED PROFESSIONAL^ AiND THEIR 
CREAT IDEAS OF MUM IS RIGHT FOR ALL THE a^ND I CAPPED. Which we have found 
in Kentucky to be tel.! 11; useless ar.d .none t.orked. he have seen them cone 
and go in Kentucky and i^e have spent thousands of dollars needlessly. Don't 
Cut (direct care services ) for our chindren . Don't try to make families 
pa> uh^n they canot afford it. DOX'T MAKE OUR .MEXTALL^ RETARDED CHILDREX 
THE PAWNS . 



h'e in the State of Kentucky are happy with our State Institutions . Ke arc 
trying to get our State to hire more direct care staff and Medical. Ke 
need less Programming and more Medical. h'E MUST HAVE .MEDICAL FOR OUR 
CHILDREN VD SURVIVE AT IU2ELK00D. 

I HAVE GIVEN YOU PROOF THAT INSTITUTIONS ARE CHEAPER TO RUN THAN COMMUNITY . 
FACILITIES. WE HAVE MUCH MORE ACCOUNTABILITY IN STATE AND PRIVATE INSTITUTIONS 

In summary I t»:ould like to say that handicapped, sever ly disabled and 
mentally retarded are general terms appl>ing to many. The variet> of 
afflictions within these groups vary. Ke can no more assign one type of 
care ( Community Care) 'for all individuals than we can say one type of 
medicine should be used for all illness. Senator Chafee*s Bill * 873 and 
the other bills does just this. It uould close our Fine State 5 Private 
Institutions. 1 and our families who have children in these Institutions 
PLEAD with you DO NOT CUT MEDICAID FOR OUR CHILDREN AND PLFASE DO NOT 
SUPPORT SENATE BILL # 873 HOUSE BILL it 2523 and HOUSE BILL I 2902. 

Louise G. Underwood, President 
Concerred F.nmilies of H.nzelwood 
3129 B.nnk $ti*eet 
Louisville, Kentucky 40212 
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OFFICE FOR PUBLIC ADVOCACY 

Suiv CXke Buddsng Amet, f ranUbo, |:enuxky 40601 
July 25, 1983 



g^G.n^cLn^f "«^Lrviifl 5^i» * cc.:.unUy comprehensive care i^g^ ncyT^ 
Box $28 

starks Building 
Louisvllls, Ksntucky 40202 

Doar Dr. Strully; 

I an a bit confussd about ths at ;U8 of 4^********™"^"^ 
application to tho AIS/KR progrua. As I Bientloned to you, I was 
told by Kr» Bill Draper that OS's estinatad cost for oomiunlty 
living haaLboon placod at $40^000 . I was later inforoed that a 
decision nas, 'in tdct, boon"niaQ& an -riiiii hi'ilfci^^* acceptance to 
this program* Ploass advise ra^ if a decision has been P'T-^. if 
the cost estinate has boon established, and if those r<iven 
residential alots are taken* 

Z understand that there may be 8oi::e expensive initial aost s in 
coving ftKOHAtat into his ovm apartaent* * Barly next week Z will 
bo receiving a report fro^a Kazelwood ICF/ME as to What oq[uipiaont 
belongs to VBi already and tho purchase cost of any oquipmont ^SS 
might need and does not own* I am also eager to work with Ms* 
Cassidy in identifying other reaou:?ces in helping establish 
hiissclf in a new hoao in an inoxpensive manner* 

Z would hope that before a final decision as to costs or 
aooept anoe is Dade trca your agency that you would allow SB 
SBSSn time to obtain another cost estimate if deemed necessary, 
and to speak with you about tho quality of tho living situation 

chooses to place himself in* Z would assume that you would - 
give his guardian and myself ae his reprosantativo that same 
oppor^unity* 



Note: At Ha^elhood ICF/MR this person's 

care cost $23,000 per year as opposed 
to $40,000 oer year plus initial cost 
of tnoving i setting up the aparUient 
plus fTiSdiCdl needs* 
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Dr. Strully 
July 25, 1983 
Page Two 



I 

I am sure that we can work together to ensure that the procei 
taken to determine his eligibility are working towards 0S^*8 
benefit* 

Sincerely, 




Pam Clayr Resrdential Advocate 
?rote'Jti9n and Advocacy Division 



PC/cyd 



CCJ 




Ms. Paula Corbett 



\ 
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State of Wisconsin 



Council on Developmental Disabilities 

One Vfesi Wtbon Streeiyp O Box 7851 • Madison. Wisconsin S3707-7aSI • (608)266-7826 



August 29, 1986 



TO: Meobers of the Senate Coamitcee on Finance 



FROM: Wisconsin Council on Developaental Disabilities 
Donald D. Cannady, Chairperson^J^^^ 

RE: Medicaid Long-Tern Care Issues for Che DavelopoenCaliy Disabled 



As a nation, we ha/e historically undersupported family and selC-care of people 
with disabilities in favor of moi restrictive institutionalized settings. Federal, 
and therefore state, funding of s vices has been biased toward the nost restric- 
tive, least integrated settings, .his skewed funding is a oajor disincentive to 
home and comounity life for the developmentally disabled, even though the evidence 
is 'n:reasingly clear that such living is nore positive. Parents of a developosn- 
tally disabled :hild who wish to maintain their child in the hons and comajnity 
have had no assistance dntil they place their child outside their hone. 

In Wisconsin, three State Centers for ths De^elopnsntally Disabled serve a 
population of approximately 2,0OD at a cost of $8S million annually. Most of the 
funding coces froa Medical Assistant e. Since 198D, Medical Assistance rate 
increases have bee. structured to penalize facilititiS with higher than average 
costs. The Centers received no r8*.e increase in the 1985-87 budget, though costs 
rose to $115-$120 per day. T^- result was a buiget deficit of $29 million for 
the legislature to assume. Tnese deficits are li<ely to continje and to grow larger 
without a long-tena solution. 

There are oany residents without oedical needs inappropriately placed in the Centers 
because there vas no conaunity alternative available. The same is true of nursing 
hones, where apprcAimately 4,000 developme-ntally disabled reside (60 percent under 
age 55). 

Meanwhile basic cocajnity aids limp along without any increase in funding oS waiting 
lists for coram jnity services grow dranatically. Community aids (state and cojnty 
funds) of $75 million annually must serve 90 psrcent of th» developmentally disabled 
popula.:ion. 

Some 2,174 persons were projected to be on waiting lists during 1935, an increase 
of almost 50 percer»t from 1934, and the dollar gap was over $9,939,524, an increase 
of almost 23 percent. The legislature appropriated $2 million in developmental 
disabilities capacity building funds for the 1985-87 biennium :o help counties 
adiress the needs of unserved/underserved persons, including those on waiting lists 
for community services. Despite this nuch-needed assistance, the waiting lists 
for 1985 are growing at an alarming rate. 

Soce 59 percent of all counties currently have waiting lists, and 78 percent 
anticipate having waiting lists of 3,263 persons and dollar gaps of $15,628,508 
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before the end of 1986 unless additional resources bscoae available. In 1986, 
58 percent of all counties estimate a higher dollar gap than they had in 1985. 

Federal funding that would encourage hotae ani conaunity living and discourage 
inappropriate institutional use would greatly benefit the funding distortion and 
iabalance in Wisconsin. 

Attachment: Watting List Data 
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State of Wisconsin 




Council on Developmental Disabilities 

One W«« Wihon Sueti/P O Box 7851 • Mad»*on. Wisconsin S3707 785 i • (606)266 7826 
February 27, 1986 

TO: All Interested Persons 



RB: WAITING LIST DATA 

Each year the Wisconsin Council on Developnental Disabilities publishes data which 
indicate the number of people with developeental disabilities who are or will be 
on waiting lists to receive specific coaaunity services, and the additional dollars 
that are needed to serve these people. These waiting list and dollar gap data 
are tabulated by counties and reported to the Council on the Supplemental DD Coun- 
cil Data Fore, which has been part of the annual county Coordinated Plan and Budget 
(CPB). The attached tables show data froa each of the five calendar years 1982- 
1986, using the figures froo the Supplemental DD Council Data Form for each of 
those years. With the recent demise of the CPB (the Legislature deleted all CPB 
references and requirements in the budget repair bill), it is unclear if or how 
any waiting list data will continue to be collected ut tbz state level. Therefore, 
it is quite possible that this may be the last year in which this report is made 
available by the Council. 

Waiting list data is a very conservative indicator of unmet needs, since it only 
includes people actually identified to be in need of a particular service, but 
who will be unserved due to fiscal or other constraints. We estimate that the 
total unmet needs, of people currently known or unknown to the service system, 
is at least ten times the numbers reflected by waiting list data. 

The following tables report waiting list data for selected, basic community ser- 
vices. These include community living residential services (child foster and group 
homes, adult family hcsos, adult group homes, apartments and other independent 
living situations, respite care and family support services), duytimc programs 
in the community (adult work-related services, adult day services, and develop- 
nental/early intervention services for children from birth to age three), case 
management services and Community Options Program (COP) services. These waiting 
lists for residential services, daytime services, case management and COP arc totui- 
ed and the totals are presented in the last two columns of the table. 

Most adults on waiting lists for residential services have no opportunity to choose 
a living environment that meets their needs and promotes their independence, and 
■jople waiting to receive daytime services typically remain at home during the 
-ay with no programs or structured activities that address their needs. This is 
particularly tragic for young adults who may leave the school system, find them- 
selves on waiting lists for services, and subsequently lose many of the important 
skills they had acquired when they were in school. In some counties, waiting lists 
are so extensive and so "routine" that it is not uncommon for people to stay on 
waiting lists for as long as one or two or three years. Faced with these pros- 
pects, and out of profound frustration, many parents and persons with disabilities 
simply give up and remove themselves from waiting lists, or they never even sign 
up to begin with. Although these extreme phenomena exist mainly in some of the 
state s most populous counties, it must be noted that the very existence of waiting 
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lists, a eupheoisQ tor denial ot service , calls into serious question the state- 
county cooaltD«nt to provide the services that all people need to live and grow 
in the cocoaunity. 

The Council believes that the attached county-generated data is reasonably accurate 
and credible. Most counties have estr*»lished or projected waiting lists for one 
or nore coaaunity services during this five-year period. Other counties consistcn''- 
ly report no waiting lists, either because none exist or because the county, for 
various reasons, chooses not to report or acknowledge any possible waiting lists 
in the CPB. Some counties also vary fron one year to the next in their willingness 
to report such data. (Please note that a designation of NA or a dash next to a 
county's naoc does not necessarily inply that there arc no waiting lists or utmet 
needs in tliat count).) Nevertheless, analyses of these data over tine and in con- 
junction with other inforoation suggest that these are plausible indicators of 
aininua unnet need for the vast majority of counties and t^-e state as a whole. 

Trend data between 1982-1986 is especially noteworthy. Both the total number of 
people projected to be on waiting lists for basic cooounity services and the dol- 
lars needed to serve then had been decreasing, if ever so slightly, during 1983 
and 198A. This trend was suddenly reversed, however, for 1985; 2,174 persons were 
projected to be on waiting lists during 1935 (an increase of almost SOX from 198A), 
and the dollar gap was over $9,939,524 (an increase of almost 25X). Based at least 
in part on these data, the Legislature appropriated $2 million in DD capacity build- 
ing funds for the 1985-87 bienniun to help counties address the needs of unserved/ 
underserved persons, including those on waiting lists for concunity services. 
This appropriation has enabled counties to serve many people who world not other- 
wise have been served. Despite this ouch needed assistance, however, the waitinR 
list nuabers c o ntinue to grow, and for 1986 they ar ^ orowlnp at a very draoatic 
and alarming rate. 

In 1985, 55X of all counties reported one or oore current actual waiting lists 
for DO cooounity services, and 62X projected having one or oore waiting lists and 
a corresponding dollar gap (i.e., dollars needed to serve people on waiting lists) 
sott"tlee durino 1985. These numbers increase for 1986; 59X of all counties current- 
ly have «*aiting lists, and 7eX anticipate having waiting lists and dollar gaps 
before the end of 1986 unless additional resources lecooe available. In 1986, 
58X of all counties cstioate a higher dollar gap than they had in 1985 (24X show 
a smaller gap ^nd 18X show no chanfie). In terms of statewide totals, the number 
of persons on actual, current waiting lists (as of September 1, 1985) has increased 
almost 28X (1,501 last year, 1,914 this year), the number projected to be 



One final note: for CY 1985 and 1986, we have included current waiting list data 
as well as projected numbers. For instance, 1,914 people are currently on waiting 
lists for services, and counties report that number will grow to 3,263 during 1986 
u«,less additional funds become available. Each of these 1,914 people has J. 
each Is a citizen, each has human rights, and each haa a dream to become all that 
they can be—if only society will provide the opportunity for the dreams to become 
reality. Poth current and projected data are presented to reinforce to the reader 
that behind these statistics there arc in fact real people with real needs. 

We hope this data is revealing and useful. Please contact the (k>uncU if you have 
any questions or comments. 
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PERSONS WITH DEVELOPMENTAL DISABILITIES 
PROJECTED TO BE OX WAITING LISTS TOR COWUNin SERVICES 

DATA FROH 1982-1986 



CoBpiled by Stephen Stanek 
Wisconsin Council on Dovclopocntal Disabilities 

February 1986 
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Tot U.S. SSNATE FINANCE SUBCOKUmS CH KSALTH* SSMATCR DAVE DUKEKBSR(£B, CHAXPKAN 

Subject I fEDICAID FUNDIKJ CF SERVICES FCR DEVEIOPJEOTALLY DISABIED PEBSONS 

DaU of Keiiingi S«ptoiiUr 19. 1986 

Dato Vritton TestlRony Sulolttedi Octobor 1, 1966 



Hy naso is Judy Cxaig. I the nother of a profoundly retAzded son, who is a resident of 
Fort Worth State School, Fort Vorth, Texas. Ky son's M.ntal a^ is nine Konths, although in 
calendar yvars he is 28. I cared for hin at hone for 21 years and have been active as a 
Volur.teer at the state school since we placed hin there ^even years ego. I ai> a seober of 
Congress of Advocates for the Retarded, a a^aber of l^rent Association for the Retazdod of 
Texas and currently serve as secretary, and I an the president of FOi.*t Vorth State School 
Parents* Association. As spokesperson for the parents and guardians of clients at Fort Worth 
State School, I a» requesting that this written testlsony be nade a part oi the above referencco 
htearin^. 

In the latter part of 193^ Tort Vorth State School Parents' Association, cusducted a survey of 
parents and guard it^ns of residents of Fort Vorth State School regazding their wishes for appro- 
priate residential placeeent of their childreV^ally sonbers. Of the aore than 200 question- 
naires returned, an overuhelAlng najority of 9^ percent preferred their child/faally neaber 
renain &t Fort Vorth State School. The reasons for their choice of state school placenent 
over coeauAity alternatives included a need for the least restrictive setting and safety, that 
is the parents/guardians were in favor of a setting that allowed their children of fanily sea- 
b«rs to aove freely about the caapus and still have a protective environ&ent. 

Fort Vorth State School has a spacious caapus of approxiaately 270 acres which was donated by 
a loca) 'our^tion. There are five residential units. Each unit has about 60 clients living 
ii. and receiving specialized training and supervision in it. The caapus has all ^.te coaponents 
necessary for daily living. Other buildings house an infirrary, food service, laundry* supply, 
clothing inventory, aaintenance, aotor pool, recreation, hydrotherapy, occupational and physi- 
cal therapy, and adainistratlve services. Professional staff include physicians, psychologists 
dentists, dieticians, nurses, teachers, physical therapists, occup«\tional therapists, audio- 
legist, speech therapists and aanagers. Residents are taken on oil caapus excursions for 
retreat i evil and cultural events in addition to the nuaerous activities on caapus. 

In response to the survey parent a/guaxdians had praise for the opportunity of contact with 
various persons afforded at the school - staff, visitors, other building eaployoes, volunteers, 
and other clients. Soae ponnts/guardians stated that their childreVfaRlly Mwuers enjoyed 
a friendship of nany years with other clients. The parent a/guazdians coaaented on the easy 
accessibility of recr«ational, religious, aedical and dental facilities. The 2'»-hour supor- 
ision with nurses in attendance and tack-up staff was another reason parents/^Tardlans chose 
the state school setting. Additionally, the parents/guardians found Fort Vcrth State School 
convenient to visit as it is Icated within a large aetropolltan area. Furthemore, govern- 
sent funding and governmental controls stabiliso a auch needed facility. 

Parents/guardians listed a aultitude of aedical and behavioral probleas as further reasons for 
choosing state school placeaent. For cxaaplet 76 percent of Fort Vorth State School clients 
fall within a range of severe to profound retardation, 50 percent have convulsive disozders, 
^8 percent are nobility iapaired, and mny clients suffer fToa severe tvedical anl behavioral 
disabilities requiring a physician's and/or physchologist's care on a regular basis. The 
clients genezally lace self-help skills and are not able to articulate their aost basic needs. 
There are clients at the school whose behavior would result in hara to other arsons as well 
as to theeselves if they were not in a structured setting with close monitoring by trained 
professional staff. The najority of the clients have little or no concept of danger or self- 
preservation skills. They have a low tolerance to change. Kany have lived in a state school 





ERIC 



38b 



He* 7V0 

ISSriKOefTi U.S. S«n«t« ria&nc* SubeoultU* oa Koalth, S«utor Dux«nb«rs«r, CfMlrMu 
Subjects KedlcAld FuMlA^ " S«rvlc«« for D«volopMnUlly Disabled r*non« 
Data of K»arin«i Saptasber 19, 1966 (Vrlttan TMtUonr 10-1-66) 



•atilne for tioot of thalr Uvas. Faranta/su&rlUna placed th«lr chlldr«Vfa«lly M«b*r« in 
Fort Vorth Stata School tacausa It Is tha very best pUca for thaa. F&renta/tpiudlana stata 
that If their chlUran/faftily Mabora wore aovod to a coaxunlty aettln«« thay would be aub- 
Jected to praJuUce, neglect and abuse. SltKa few can coaauAlcata effectively, the abuse, 
neglect and prejudice would go on for years without anyone Icnovlji^. Croup hoaes or foater 
care do not have the chocka and Ulancea ttet are a part of an Institution. Care glvera will 
be their own nonltora and will not report thalr abuaa or naslect of vulnexable peraont placed 
In their car*. Kelghbora and the pubUo will not accept these pro/ouMly retarded peraona. 
Ti» bum-out rata of care dvars will threaten tha aecurlty of the nenUlly retapled. 

Parent a/guardlana vhooo chlldren/f^ly ■eabers had been In coasunlty oettlr^a (group hoMs) 
In the psAt also r«apcnded to the eurrey. Those perenta/^cuardlans were very critical of the 
care their chlldren/faally wnhera received In group hojeest aM they now prefer state school 
placaaent. 

In addition to cotpllin^ the results of the survey, Z also ulJc^to other paranta/euaxdlaoi 
of resldinta in sUte schools in T<waa as well as to the public In cvnexml. Everyone X uUc 
to It very concezned about tha current national trend toward de-lnstltutlonall ration of aer- 
vicas for aonUlly rataxrled parsons. These institutions are aini coasunities that serve the 
needs of persona who cannot function independently in eociety. Fkr siehted lesislators have 
appropriated funds for construction of these institutiona aM for their iaproveaewt a/«l »sin- 
tenance. The inatitutions are the only proven coat-effocient providers of care for * he 
aonUlly reUrded. Al»oat half a century aM countless dollars have bean apent on iaprovinjs 
the reaidential, vocational, phycholoeical aM eathet*^ qualities of institutions dssienated 
as residential facilitlea for aenUlly retarded AMrlcans. 

A sesaent of the population believes the civil rights of ssvarely aM piofoundly retarded 
persona wiU b« violated if they do not live ouUide of the inatituticna which are alnl cowu- 
nltlea th»t serve their every need. These self styled oxperta would have you believe tt«t 
the private aoctor will taXe over the reaponsibllity of providing care for the isenUlly reurdec 
with no thought of financial ^in for theasalves. Kothlng could be farther froa the truth. 
No one goea into luainess unlses they InteM to B^Jce a ;>rofit. Vhen they cannot mice a profit 
they file for bantauptcy, (Xar chlldreri/faally Mabers w\U be aent hoM (if avaiUble) aM 
others will be shuffled arouM Ilka pawns oo a cheasboard. There la no guarantee the private 
providers trill be in business for as long as our chlldreVftelly Msbera will need realdantlal 
scxvlces aM Intensified personal car*. Bills IDce 2.673 ^ S.19Ct6 would virtually destroy 
a systea badly needed by persons who ar« too t^Mlcapped to speak for thesMlves. 

As parentVeuardlana wo are tha natural advocates for our children tM faally aeabers* rights. 
Ve have a stronger coaalttaont to our chlldrer\/fkMlly aeabers tlAn any professional, any 
philanthropist, or any public servant. V* have aM will continue to give of our resources to 
state schools where our chlldreivf^Klly Matara live. Ve deaerve to le heazd, aM our wozds 
deserve the utaost consideration. Ve should hava the right to a choice of residential settings 
for our childrev faally aeabers who are developoenully disabled. 

Ve will have thla choice if legislators continue to t«ve the fotaaight to appro ixlate f\iMs, 
such as the Titla XYIIX aM XIX SocUl Security Funis (Kedicaid) for a balanced eystea of 
sexvices for the aenUlly retarded— ipcludlng aUta schools for the aenUlly retarded. 



Xotei A aaapllng of the survey questionnaire la attached with other InforMtion. 



JUOY CAAIQ 

ROUTE THR£S 0<3X 4»4» 
FOftT WORTH. TX H1<0 
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■Ril's 1$ a copy of the survey sent to parents at Fbrt Wbrth State School to detennlne 
their Drefercnce of placcr»ent— corrunity or state school. Responses have been typed 
verbatiai to provide anonymity. '"^ 

FORT WORTH STATE SCHOOL PARENTS' ASSOCIATION 
PARENT/CUARDIAH RESIDENTIAL PLACEMENT SURVEY 
August » 1985 

1. Do you feel chat the present placement of your family member Is the 
. roost appropriate? Yesjc ^No__ ^ is cnc 

2. Do you want your family member to continue .to live o\x the Fort Worth 
State School Campus? Yes X No 

3. 5^ yo" want your family member to be moved from the Fort Worth State 
School Campus to an alternative living facility? Yes No X 

A. If your answer to #3 Is which of the following do you prefer? 



a. Your Home- 



b. Croup Home - ICF-MR Facility* 

c. Croup Home - Non-ICF-MR Facility 

d. Nursing Home 

c. Personal Care Home 

f. Other 



5. Why do you feel that your choice of placement Is the most appropriate 
for your family member? Yc» 

^ la near her grandaother & slaters In Dallaa who care for vial ting then h 



buying clot ha, dentlati, eye care 



COMMENTS: (Write on back, or use additional paper, if needed) 
We feel that _ present placesfent at the Fort Worth State School la ooat 

appropriate aalnly because of her phyalcal handlcapa oust walk w ith 

crutches and soeaetloes has the aid of a wheel chair for long dlatancvs She has 
bfen placed in doraa which provide her with the cost aid as she has poor persona l 

Hygiene skills. She has always needed help with her baths and help with 

shaopoolng her hair. 

Return fora by Sept. 5. 1985 to: 

Nancy Ward 

A636 Harley Avenue 

Fort Worth, TX 76107 

*ICF-MR - InCenacdlate Care Facility for the Mentally Retarded 
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This Is « copy of the survey sent to parents at Fort Worth State School to deteroine 
the»r prefcrciKe of placcnent — cocnunlty or state school. Responses have been typed 
ve;*batin to provide anonynity. 

FORT WORTH STATE SCHOOL PARENTS' ASSOCUTION 
PARENT/CJAaDlAN RESII«NT1AL PLACEMENT SURVEY 
August, 1985 



1. Do you feel that the present placeoenc of your family tscmker is the 
most appropriate? Yet X N o 

2. Do you want your faolly aec^er to continue to live on the Fort Worth 
State School Campus? Yes X N o 

3. Do you want your family tacobar to be moved from the Fore Worth State 
School Campus to an alternative living facility? Yes No X 

4. If your answer to #3 is ^^bs. which of the following do you prefer? 

A. Your Home 

b. Croup Home - ICF-MR Facility* 

c. Group Home - Non-ICF-HR Facility 

d. Nursing Home 

c. Personal Care Home 

f . Other 

5. Why do you feel that your choice of placement is the most appropriate 
for your family member? previously in j «oaiI grope hooe 

It v*M J bad experience for her. I feel j aaall group ho»e Ig noe In hgr bene 
IntereeC* 



COMMENTS: (Write on back, or use additional i^sper, if needed) 

1* cen not be confined to * inall jrea. She li very nervoui end 

hyperacClve.Conftnocnt to j eaall jre*.. luch * group hone only aRffervatci her 

condition. Additional oedlcjtlon to eedite her ti totally out of the question 

2. The ePPloye^a at the group hoao were poat unsatti factory. They were not 

qualified for their poaaltlona The weekend help was vrho and what ever they 

could drag up. long ai If waa a worp body It seaned to satisfy the state 

Return form by^ Sept, S« 1985 to; 

NAncy Ward 

A636 Harley Avenue 

Fore Worth, TX 76107 



♦ICF-MR - Intenaediato Care Facility for the Mentally Retarded 
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This is a copy of tlie survey sent to parents at Fort IVorth State ichool to determine 
their preference of placement- -coiTnxtnity or state school. Responses have been t>7.ed 
verbatim to provide anonymity. 

FORT WORTH STATE SCHOOL PARZr^TS * ASSOCIATION 
PARENT/GUARDIAN RESIDENTIAL PLACEMENT SUR\^Y 
August, 1985 



I. Do you feel that che present placement of your family member is the 
most appropriate.? Vps_2L_^° 

Do you want your family member to continue to live on the Fort Worth 
State School Campus? YesJ^ No 

3. Do you want your family member to be moved from the Fort Worth State 
School Campus to an alternative living facility? Yes No "f- 



A. If your answer to is ves, which of the following do >ou prefer? 

a. Your Home 

b. Group Home - ICF-MR Facility'"' 

c. Group Home - Non-ICF-MR Facility 

d. Nursing Home 

e. Personal Care Home 

f . Other 

5. Why do >ou feel that your choice of placement is the rr.ost appropriate 
tor your family member? Because she cannot bathe properly,' oi wasn 

her teeth without prorrpting and help. She ras ro krc. "ecre of 

cor.'<ing or washing dishes, she cannot v^ash her ov,n hair - too rnciy 



COMMENTS: (WriLe on back, or use additional paper, if needed) 
things would have to be done for her it v^ould not be practical. 
We arfe older parents with sickness in the family, Mother works 
Cannot handle any additional problems and frustrations over this 
child at this time in life! 



Return form by Sept. 5, 1985 to: 

Nancy Ward 

4636 Harley Avenue 

Fort Worth, TX 76107 



*ICF-MR - Intermediate Care Facility for the Mentally Retarded 
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This is a copy of the survey sent to parents at Fort Worth State Scnool to deteraine 
their preference of placeaent — canrunity or state school. Responses have been tvTXjd 
verbatim to provide anonymity. 

FORT WORTH STATE SCHOOL PAREJ^TS* ASSOCIATION 
PARENT/GUARDIAN RESIDENTIAL PLACEMENT SURVEY 
August, 1985 

1. Do you feel chat Che present placement of your family member is the 
taosc appropriate? Yes X K o 

2. Do you want your family member to continue to live on Che ForC Worth 
Scace School Campus? Yes ^ N o 

3. Do you wane your family member to be moved from the Fort Worth State 
^ ^ School Campus to an alternative living facility? Yes No^^X 

A. If your answer to #3 is ^es, which of the following do you prefer? 

a. Your Home 

b. Group Home - ICF-MR Facility* 

c. Group HoDTje - Non- ICF-MR Facility 

d. Nursing Home 

e. Personal Care Home 

f . Other 



Why do you feel chat your choice of placement is the most appropriate 
for your family member? Ta^SS provides facilities to meet all a 

clients needs. The freedom to move about the campus gives a feeling 
of independence. 



COMMENTS; (Write on back, or use additional paper, if needed) 
"Least restrictive living" should be defined; a living facility 
which provides the most freedo m to move around and have access to 
activities without being bussed everywhere. P7SS has a program to 



develop the total individual. 



Return form by Sept. 5, 1985 to: 

Nancy Ward 

4636 Harley Avenue 

Fort Worth, TX 76107 



*ICF-MR - Intermediate Care Facility for the Mentally Retarded 
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PO BOx 427 
Meridian, Ms. 39302 
Sepcecber 30, 1986 



Ms. Betty Scott-Boon 
Coxssiittee on Finance, Room SD-219 
Dirksen Senate Office Bldg. 
Washington, D. C. 20510 



Re: Sen. Packwood's Hearing to Exaiaine 
Medicaid Financing of Services for 
Developaencally Disabled Persons 



Gentlenen: 

As representatives of the families of residents in the various retardation 
centers in Mississippi, we would like to express our opinion concerning the 
Medicaid funding. We fell that we get the best service for each dollar 
spent than probably any other state. The adninistrators and staff of our 
centers run each one with extrene efficiency but still provide the necessary 
services to give the residents a high standard of living. 

While we realize that group hone or alternate living arrangements have their 
place for nildly retarded, we feel it is essential to maintain a large 
facility that can provide all services for the more severely or profoundly 
disabled. Medicaid funding is absolutely necessary for this type facility 
and we urge you to continue to fund institutions sufficiently to take care 
of our mentally retarded citizens. You are invitedto inspect our facilities 
in Mississippi at any time to see how these funds are being spent. 
Thank you. 



Very truly yours. 




Co-President 

State Association of Parents, Guardians 
and Friends of the Mentally Retarded 
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Maurice Dayan, Ed.D. 
P. 0. Box 5191 
Plnevllle, LA 71361-5191 



Septenber 15, 1986 



Ms, Betty Scott-Boon 
CofiBxlttee on Finance 
Room SD-219 

Dlrksen Senate Office Building 
Washington, D.C. 2C510 

Dear Ms. Scott-Boon: 



I would appreciate If this letter Is Included In the printed record of the 
bearing scheduled September 19, 1986. 

As a professlotial who has served developmentally disabled persons In 
all the contlnun settings, large residential, snail residential, connunlty 
hones, foster care In their own hones, etc. and a professional who has 
provided services In public schools, conaunlty settings, residential 
facilities, supportive work and sheltered workshop, and as a volunteer 
citizen who has served as President of local Assocatlons for Retarded 
Citizens, and has served on Boards of Organizations concerned with the 
developnentally disabled as well as on numerous advisory boards Including 
several Governor* s Advisory Boards, I feel I can present a balanced testl- 
Bony related the current funding provided through the Medicaid Prograns, 
the range of services delivered and type of setting nost approprl«.-e for 
the long-tern care of devdopnentally disabled persons. 

1. Explanation of the Increase Medicaid Funds from $655 Million In 
1976 to $4.7 Billion In 1985 

a. Inflation rate - There Is no reason not to believe that a nlnor 
cause of Increases costs to Medicaid was Inflation. 

b. Costs to Meet ICF/MR Standards - Prior to 1976 there was literally 
no residential facility large or snail. Including clients In chelr 
own hone that were meeting the present professional standards of 
service for developnentally disabled. In fact. If one compares 
copies of the written standards as they evolved one can see as 
funds were made available the standards became more demanding 



thus more costly. Although the Intent of the original Title XIX 
Anendments to the Social Security Act was to Improve the quality 
of care for the snail of the nentally retarded being Inade- 

quately served In the large residential facilities, the quality 
of care did Improve, but the excessive monitoring, documentation 
and unrealistic standards brought about a poor-cost effective 
way of Improving quality care. 



Re: Medicaid Financing of Services 
for Developmentally Disabled 
Persons 



ERIC 




395 



Page 2 



The cost of increase direct-care staffing, unwritten 
therefore unlinited suggested professional - client staff 
ratios, and inferred and interpreted requirenents of 
involvement of every imaginable professional whether needed 
or not contributed to the incre«sa cost of Medicaid. The 
funding systen rewarded states to triple their Medicaid costs. 



A state with a 75-25 Federal natch could triple their costs of services 
without expenditure of any additional state dollars, then they could innova- 
tively identify new or additional state dollsrs to natch by using third 
party administration of funds. By innovatively depreciating buildings and 
equipnent purchased over a twenty or thirty year tine period, they increased 
the Medicaid natch with no substantial increase in new state dollars. 

Furthemore, since this was reimbursed money there was and is no require- 
ment for the states to usp the reimbursed funds for qualified developnentally 
disabled clients. 

1. Inplied Affect of Litigation - As states were bombarded with liti- 
gation they added "program costs" not always directly attributable 
to Title XIX Standards to their overall reinburseable Title XIX 
programs. It was easier to inplenent a progran because the "Feds" 
were going to pay for it anyhow then to fight the litigation and to 
determine if the progran was really needed or indicated. 

2. Misinterpretation of the State of the Art - Although Behavior 
Modification Technology was on its way as early as 1963 and 1964, 
and by 1976 had brought about a major inprovenent in the care and 
training of nentally retarded clients, with funds available from 
Medicaid we hired new professionals who spent excessive amounts 

of time writing and developing Behavior Management Technology and in 
many cases, years later not even implementing the written programs 
because new terminologies and procedures suggested that the programs 
had to be rewritten. Behavior Management Technology developed false 
hopes among parents, teachers, trainers, and Psychologists by misin- 
terpretations of the concept of the developmental model, normalization 
and least restrictive alternative - and Title XIX paid for new profes- 
sional to try their hand at Behavior Modification Technology. More 
personnel was hired to spend time on program writing or documentation 
which resulted in less actual time providing direct service to clients. 

3. Fire and Safety Codes and Accessibility - In the I950*s and I960's 
there is no doubt that many of the facilities were inadequate and placed 
many of the clients in residential settings, large facilities, small 
facilities, their own homes at risk, but because Medicaid funds were 
available to meet standards, we see that the codes and the monitors of 
the codes become excessively strict and again states and administrators 
made the suggested changes even though in their own professional minds 
it was not required. 

c. The Smaller the Better Lie - As states and administrators brought 
into the concept that smaller is better, then it was natural that 
the per diem costs vould rise. We see a differential between 
$50 per day to $150 per day between the largest and smallest 
ICF-MR's. From 1976 to date the states increased the number of 
residential facilities but reduced the size of the facilities to 
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Beet the '^closer to home" and more "normalizing" concepts. 
Somewhere along the evolution process legislators, senate 
finance committees, and state planners appeared to believe 
the lie that you could serve clients In homelike settings 
and home-size settings cheaper than In large residential 
facilities. Where clients were centralized to provide quality 
care they were decentralized and dispersed across the states 
with some magical hope thaC qualified professionals would be 
available whereever the clients resided and somehow It would 
be cheaper* 

<l. The Generic Service Lie - As facilities began to serve fewer 
clients and dispersed across the state then came the philoso- 
phical arguments that most of the services could be provided 
by Che community generic service system. So at a time when 
the entire nation was facing "using health costs" the MR system 
began to tie Into these cocxunlty generic health systems and of 
cause It wasn't cheaper than your full-time and employed pro- 
fessionals In the large residential facilities. 

e. Inclusion of New Clients - Besides the costs of meeting Title 
XIX standards the second major explanation for the Increase 
of Medicaid funds Is the Inclusion of clients not previously 
served. 

1. New Definition - Although the original legislation was designed 

to meet the needs of the 3-4Z of the mentally retarded who were In 
residential facilities, Title XIX defined eligibility to mentally 
retarded and other developmentally disabled. The Developmentally 
Disabled Council and redefinition of Developmental Disabilities 
opened the door for large numbers of underserved or unserved clients 
Including autistic, deaf -blind, and profound physically handicapped. 
Some states even redefined many of their mentally-Ill clients to tic 
Into this "Money Bqg System" as a result many clients who did not 
need residential care were placed In ICF/MR's, ICF/H's and ICF/DD's. 

2. Comamrlty Me-Too Phenomena - As Increae^d dollars began to flow to 
Improve the quality of card for the profound centally retarded, the 
medically at risk, the severe behavior problems, and the "other 
developsentally disabled", the unserved and underserved then the 
parents and community programmers began to clamor for some of the pie. 
In a very short time ICF/HR's less than 15 sprung up across the nation 
serving clients who would never have been admitted to the large resi- 
dential facility. Somehow the parents and programming professionals In 
the coQQunlty expect that 97Z of the mentally retarded who were never 
Included In the Intent of the original Title XIX amendments to be served 
with the few dollars that are available. With the Title XIX waiver and 
application of the waiver every state began to try to get a piece of 
the pie, and somehow hope the pie would get larger. In fact then we 
have developed a system that Increases dependency of clients under a 
guise of developing independency in a waiver system designed to prevent 
placement in more restrictive settings. Although Title XIX eligibility 
requires no substantial gainful activity (SGA) for a year there are 
clients in community homes fundedby ICF-HR's who are in supportive or 
competitive work. Therefore we are serving more than the 3-4Z of the men- 
tally retarded that Title XI.K was originally designed for. 
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In suDsaary I bellvc that Medicaid financing services should be litaited to 
"most-in-need-clients" and that LRE, size, and generic services should be 
rcexanined to provide for the quality of care for the (HXN) to 3 to AX of the 
of the mentally retarded clients. I believe that Congress with the states 
shQuld forxaulate a different, innovative, and more appropriate funding system 
for the large numbers of devclopoen tally disabled who do not, and will not 
meet the Substantial Gainful Activity requirement. 



Sincerely, 





Maurice Dayan, Ed.D. 



MD:lg 
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Statement presenting our views to 
the Finance Committee examining 
MEDICAID FINANCING OF SERVICES FOR 
DEVELOPMENTALLY DISABLED PERSONS 
for inclusion in the printed record 
of hearing held in Washington, D.C., 
on SEPTEMBER 19. 1986 



Submitted by: 
Terrence R. Turner 
Chairman, Legislative Committee 
Parents Association 
Hammond State School 
501 State School Road 
Hammond, Louisiana 70401 
September 25, 1986 



Note: This statement submitted 

in lieu of oral presentation 
pursuant to instructions 
contained in press release 
of August 7, 1986. 
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Introduction 



Press release of August 7, 1986, announcing hearing on Medicaid Financing of 
Services for Oevelopnientally Disabled Persons cites substantial increase in 
funds for intermediate care for the mentally retarded over the last 10 years. 
It would appear that major factors contributing to increase in both the total 
and unit costs vfere inflation, acconinodation of more individuals needing ICF/MR 
facilities, and increase in the quality' and quantity of services provided the 
residents. The increases also reflect the fact that, until fairly recently, 
ICF/MR units were the only residenti&l facilities available to persons with 
mental retardation* 



Residence in group homes is an option not always available. Over time, 
movement of mildly retarded persons from ICF/MR units will reduce populations 
of the larger facilities. However, it should be emphasized that there will 
always be a need for larger facilities to accoimiodate the severely and 
profoundly retarded persons, many with a mental age as low as 18 monthr. 

There is no question but that some persons with mildly mental retardation who 
are now in ICF/MR facilities would be better served in group homes, and 
sufficient funds should be made available so that all persons in this category 
are given the opportunity to live in properly operated and supervised group 
homes. 



The philosophy of some organizations, such as ARC-US, and proposed legislation, 
such as Senate Bill 873, entitled the "Connwnity and Family Living Amendments 
of 1985," introduced by Senator Oohn Chafee, is that large facilities are no 
longer needed— that all mentally retarded persons, regardless of their degree 
of disability, should be malnstreamed. There Is substantial opposition to 
this position coming from some local ARC chapters and, more importantly, from 
parents of severely and profoundly retarded children. (Attached as part of 
this testimony is statement outlining our position on this matter.) 

The most appropriate setting for a person has been defined as that which 
provides the "lease restrictive environment." What is the "least restrictive 
environment" depends on the nature of an Individual's disability. We have 
seen excellent group homes in nice neighborhoods whose residents are 
benefiting from ma in streaming. Most of the residents are only mildly 
retarded, with some holding Jobs. For them, group homes provide the least 
restrictive environment. Contrast their situation with people with an 
exceedingly low I.Q., many of whom are non-verbal, without self-help skills* 
and with some having more than one disability (e.g., blindness, deafness). 
These people require 24-hour attention and the ready availability of medical 
and nursing care with the sophisticated equipment that goes with these things, 
which are beyond the capability of small commuaity homes. For them, only 
large, fully staffed and equipped facilities can provide a least restrictive 
environment, 



Impact of Group Homes 



Providing the Most Appropriate Setting 
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The Cost Factor 



Early on, contention of those opposing large facilities was that 1 .stitutional 
care is more costly than coirmunity-based- residence care. Little in the fern; 
of documentation has been offered in support of this position. What data has 
been presented is obsolete; moreover, the insti'.utional costs reported 
inevitably include the full spectrum of services offered by large facilities, 
while reflecting for the small units only the cost of housing* food, and 
liveMn staff. This is comparing apple'* with oranges. 

Despite this obvious distortion, some studies have shown thai institutional 
costs are still lower than those for small homes. Given the econon\y of scale 
principle, large units should have lower unit costs, d factor commonly 
overlooked by those who would insist that group homes are less costly than 
large facilities. 

The fact is that no reliable cost data is now available. Perhaps, in any 
event, cost should not be a primary issue in providing services to 
developmentally disabled people. But, if cost is to be considered, a 
complete, objective study should be made by an independent group, giving full 
consideration to the kinds of services available at both types of residencies 
and the number of cost units to which overall expense can be allocated. 



Those who would eliminate large facilities would probably classify the Harrinond 
State School as undesirable, chiefly because it has more than 600 residents. 
Wouldn't this be a place with bars on the windows and children lying about in 
crowed wards? The answer is a resounding "Ho." The fact is that a devoted 
staff and an active Parents Association have joined together to make the 
schooVs environment as close as possible to a home-like atmosphere. This i 
true of similar facilities across the country. 

Hammond State School is located about 60 miles outside New Orleans on 
100 beautiful woodland acres donated by a private citizen. It enjoys an 
excellent reputation, thanks to sound, compassionate management, the 
cooperation and participation of the Parents Association, a fully staffed 
nursing and medical unit, and a modern physical plant. The school is the 
official domicile of the Louisiana Special Olympics, housing the special 
Olympics staff. It was partly responsible for the International Games held at 
the Louisiana State University in 1983. The school's Music Therapy Group has 
appeared on numerous radio and television j/rograms. A highlight of this 
activity was a visit to Washington, O.C., when they entertained the President 
in the White House. 

Residents are regularly entertained with picnics, trips to State and Parish 
fairs, football, and other athletic contests. Chaplains provide for their 
spiritual needs. 

Over th2 years, the Parents Association has worked very closely with school 
officials to provide the best possible living environment for the residents. 



What about large facilities? 
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Contributions Included $C7,000 toward construction of an all-faiths chapel, 
construction of gazebos throughout the campus, financing of an annual Bible 
School, sponsorship of Christmas parties and parades, purchases of television 
cets and other «ppl1ances» providing materials and furnishings for the 
gymnasium and swimming pool, subsidization of the Industrial Therapy Program, 
and numerous other activities. (A partial list Is attached.) 

Critics of large facilities Ignore the fact that they must maintain stringent 
standards required by State and Federal agencies. 



We maintain that both types of residencies are necessary— they are not 
mutually exclusive. Some persons In large Institutions do not belong there. 
These people are capable of functioning In the mainstream and should be given 
the opportunity to live In small comnunlty settings, even If the cost proves 
to be greater than that of large facilities. On the other hand, many. If not 
most, of the persons now In large facilities need the 24-hour care and 
attention that can only be provided by stable, fully staffed and equipped 
operations that are responsive to needs peculiar to the severely and 
profoundly handicapped. 

As to costs* no really definitive data Is currently available; but, on the 
surface. It would appear that Institutional costs are less than those for 
small conminlty homes. But, the primary factor should be assurance that 
persons with developmental disabilities will be able to live In the least 
restrictive environments. 



Conclusion 



Submitted by: 



Terrence R. Turner 



Chairman, Legislative Corrrnlttee 



Parents Association 



Hammond State School 



501 State School Road 



Hammond, Louisiana 70401 



September 25* 1986 
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OBJECTIONS TO COMMUNITY FAMILY LIVINQ AMENDMENTS (CFLA) OF 1085 
(S873ind HR2902) 

By: T«frtnot R. Turn«r, P$nnx» Auocktlon, H*minond Sut« School 

MAILING ADDRESS: 6134 OriMm Anntf, NmOrUins. LoubliM 70124 

1 If ptmd In •nythloflllkt iht If prtMnt foftn, itmt bitli. wtiich tmntiitty wt dupllciwi, %voutd iptti iht tnd of lirBi-tc*l« f«eiNII«i 
now provknng compter training, mtdial end otf>«r Mrvlcti on • 24'hour baiti to ptrtoni with mtntil rttirdition. Thh would b« 
Kconpliihtd by dJwrttng 85% of Mtdk»Id fundi from luch fKJtltlii to tmill -community living'* umli urvtng nlnt to ttn 
pmoni (Units of up to 15 ptrtom would bt ''firandfathtftd" (n). 

2 1 hat »omt rttldtna of Urgt facflltlti wouM bt btttar wrvtd In pfoP«rly oP«ratfd community hom<s (i not QuatJootd What 
mikti th« propowd liglitaUon obhctlpnabl* li ihjj it itartotypw tht r<tard«d p«rtoni. wrongly aiiuming that ail luch p«rtOn» 
JooW b« malnitnamtd. reganJIm of iNt d*gr«t of rturdatloo. Partom «vtio art iiwrtly and Pfofoundly rttalStd rtrautra th« 
24 W •n«'>00«. lncludlng(n^»o«tt cnfdlC4l tnd nuning cart, that would U btyond th« caPabiliti«i of imati comounJtv hom««. 
Malnitftamlng th«M p«opi« would b« at Ihtir comldarabk P«ril. Wa art talking hart of P«r»on« wtth m,nul .7.1 ai low aHS 

^ 5 A.'^fiiiZ^sS J' highly arbllrarv. btrtft of any n*td« ,tud.« or othtr documtnlation. It would n.akt mort itnu 
InTlt I. r ^? J*!!'? ^' profoundly f«urd«d 

Tht 85.16 ptfctnt provlilon raprittnts « major flaw of tha 8ilfi. A mort raaionabla approach would bt • rtvitw of aach rai^dant 
^ ^ tn lnttfd.iclplin»fy ta»m. Including tht raiidant'i partnti. Whart • com*n,m ii rtachtd that an Ind.vKJual 
would bt btttir itfvtd In • community homt. ht would bt tranJfaaad, with Madicaid funding foNowing him. Poitibty thJi pro- 
ctdort It aUaady avallablt undar tht walvtr lyitam of could bt mada avallaWt by txiamion of tha waivtr proviiiont. 

It ih<>uld bt mtntlontd that ARCUS, • itaunch lupponar of tht Dllli. fttli that iM^ptrtoru with mantal rttardat.on. tvtn tht 
#L.!!i^S®!f "^'^ ratar<J*d onti. ihoutd bt malnitraamed. Thair potltlon it thM any ptrctnugt liuch ti 15%) «ito«^ lor 
«.?JJS^Jm ' '^(r *° "''"'^ ^' unfortunatt that an orpaniiation thVt hai doot 10 mvS!fo, tht 

?t^Aur nlT "J""* 1?**** ^ '•f "^'^ '""^^'''y "Clwivt - both art oa«Jad, (Fonuoataly 

Xh^ ARC-US Ironclad potltlon on thli luut H not ihartd by all ARC itata and local chaptari. and ctrtainly not by tti mato^^^^^ 
P*rtnt»ofit¥trtly and profoundly rttwdtdchlldftnj wmajonryoi 

*' o.ISu>SJrir^ T^J^ °' community Programi. Artlda In ManUl Retardation (Volumt 23. No. 3) 

SSir by tht Amtrican Aiiodatlon on MtnUl Daficlancy raporttd on a itudy madt on tht itatXI.ly of raildantJa 

tS iST^*^ • ^•"^ 'V*"^*" AdminUtration 0! H.alth and HumanS.r^l« . foJ^ 

i;/^ 7ft li^r'i * ••'*«18J>"* •'x/«ld«nti In 1877 wtrt itlll in tKiuanc* ftvt yaari tattr. During tht iam« fivt ym 

bL*'5^^i£'^!rr!ril!^ " '•tardatlon would bt bo.h mogicat and inhomarw. Ef ftct on tht Individual would 

hSrii " tranifarrtd • mond or third t(mt btcawt of dltiolutlon of oc rajtctlon by . ^«ll 

l!!i'dIl?«J.^,?f^\"'^;';i^"* °' *^• "'i^ i*'" 'Wtution. back to tha.r communlt^i 

with drtaitrow rtiutti thpuW giva paw* for thought to thota prasiing today for malmtrtammg alt ptrtoni with rntnlilrtla«di' 

M^x;X'utr.l!t^jJi\. mtn..Tpatkntr;::sitA?,;2i 

*' t^'^if w'XJtl! kII? .•"'"^li*"'..?!*'^^*^ wkhln tht pfttant program Which allows mtti to daflnt cnahf «llgJbllliy tnd tha 
typti of larvkti to btdalivtred within tht contaxt of thaIr own program!, policial and larvictiyiiamr^ttdi. 

7. 'n»«niIig«ldadnoUoothatimalUwfthragard,orai!danc«Hi»lwayibcttn«amitoundariJt^^^ 

e. Tht 8III1 Ignore rtQuWrntntx for frttdom of eholct «i contalntd in tht Social Stcurity Act Thav imon ih. #^ wirvua 
Itvth of janrictt rafkctlvt of . raUdtnfi co^Kiifon. Thty would l.ad t^U g.«^ „m d a^l.d 
gusrd^ni who art currtndy Mtlifitd with tha quality of «rv«« rtctlvtd in both publ.c a nTj^-JIta f aoh^^^^ 

^' fl*!f^J?,'^^I'! ^'^.^^^ «hii ltg.|tation. Many pr.vatt tchoo«i ^h.ch raly htav.tv 

T 'n^' optratlng and conitructlon cotti would alio bt ntgVt.vtty impKtad OtioMTtSTp^^M^ 151 «r?6d 

flWtl ^fi^itS ^fT'r*^ 8;"' tand to tltmlnatt thh im^Sitant rav^n'^^iour^ C^n^ 

10. Ai acknolwtdgtd by Stnator ChafU hlmialf, rtKtlon to hli S873 hai bttn ovtrwhalmlngly .galnit it. 

1 1. Urgt faclHtlti muit latlify high itand.rdi lal by f«d«r.l «nd it.tt agandai which ara comtantly monitoring ,h.m. 
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TlM <ollowl»9 AT* •coa ot tlxi aeoccpllilok*at« of ?«r«fit« Aaaoctatioo 
• lAcs it vas or9taiK*4 at Xhm aad oC 1964. 

Our tint projact, fljuutclA^ « brl^^Ur p«Ut*d« vooUn («x^ for « plar* 
9rotsd nM»A by tha aaaXl«rf aedmlato^y cSxilAxao. Aiia haa ilaca bMO r»- 

Iocat»a and r«placr4 vlth a wora dnrabla Mtal faaca. 

Tha DAxt Mjor UDdaruJdLsg vma boyljkg tha caolorfal txactor train bbA 
ooacitaaf tbat a till yira »o aaicb plaaatora to tha raaidaata* aa thay rlda axocad 
tba vTouada and la Tarloaa paxadaa Im tba •ocrro^adlitg axaaa. 

Tbroofh tha yaaxa May dlffaraot typaa of plcaic tablaa baachaa bara 
h—n porchaaad and plaosd around tha ^roonda for tha oosTtaiano* of tha raiLdaata 
and thalr Tlaltora. 

Dooda vara ayppllad for tha flulahln? aatarlala rumiahisva for both 
tha Cyaaailxa and CvlaaOa^ fool. 

:4aadad »atariala vara porchaaad to build tha boat pavllloo, naar tha vya- 
naalw. 

••^ 

To protact tha raaldanta and thalr Tlaltora* fron a\m and rain* funda vara ylrcii 
to build tha varthoa* that 4ot our ocD^imnd. 

Tha Jndoa trial Therapy pro^raa vaa ahla to bo atartad bacauaa of o\:r ability 
to aubaldlta thla actlrlty. 

Kuch naadcd linani vara auppllad* during aona of tha pait llnan aborta^ai. 

Our Ml Xaltha Chapal Building rund ralaad $67,000.00 in addition to tha 
f 100, 000.00 that Kr. Blllcipi oontrlbutad. TMa anablad ua to build and ooa^lataly 
funxlah our Chapal and of f lea a » in a nattar of four yaara. 

C^ir annual Tacatlon Olbla achool* oryeniscd by Brother T. V. Ovant la flnancftd 
fro« tha Chapal fund. 

Slnca building tha O^apal va haya lJcprov«d tha ouulda by craatli>9 a bcautl- 
ftxl llttla patio batvaca tha Chapl&ln*a offlcaa and tha frayar ^oom. Va alao 
changad tha lighting ayatata and notf hara a irach brlghtar and prattlar Interior. 
Safaty glaaa vaa Inata^^ad and a oo^plata aound ayataai that can ba uaad In and out 
cf tha bulldli>g vaa parctMJod. 

!?.« Oia^I T\uA haa paid tha ooan of fonclag In cor Ccaatcry, aroctlng a 
loraly vroug'at Iron catraaoa vlth tha ad^tol'a ixaaa and alao build a baautltolf 
graaltf^Monxa^utf in honor of thoca raalda&ta vho ara borlad thara« 

Oxrlatxaa la baautlfol at tha achool. TMa la a tlsa of graat actlYlty for 
tha chlldzaa, ataff , paraata and frlaada. A QirlirDua parada la orgaalsod and travali 
tha vhola caspua ao that all raatCaata can rlov oad oajoy tha rroat. Chrlaisaa 
partlaa ara ha Id 1a all aroaa vlth 22 Caata Clauaa tha caatar attraction. 
Chrlaotai aomlag all realdoata vho ax* «n&bla to ba at hoDo« roealra a apeclal 
gift. Tha ataff i^obara ara alao rm— ^>arod vlth a «jaall Chrlrtziaa iKoanto. 
Thia progrm haa baca>a auch a iredltloa thaV all tha raaidaata look forvard frw 
oaa year to tha aart for this aaaaoo. 

t 
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.,i«t.vi7iri,. i^o?;».ri:L!j: ^ • ~" j^"* 
x-i-Ju-oCiru i^^^^d i^--^;,"- ^ — ^^^^ 

to rao^., „ «« to oc=pi.t. tJ- «it v„Tl4«j brlhT .tat. 
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Re: MEDICAID FINANCING FOR DEVELOPMENTALLY DISABLED PERSONS. 



To: CocQolttee on Finance 

Dirksen ".nate Office Building 
Washi on, D.C. 20510 

As a parent of a profoimdly retarded forty year-old son, I am very 
ouch concerned over the possibility of the change in Medicaid re- 
,liabursing policies which may result in the placement of the severely 
brain-damaged in settings which would be detrimental to their welfare* 

However well-meant the dream of mains treamlng all retarded may be, 
it does not take into accoimt the real needs of individuals like my 
son who thrives best in a structured environment such as that pro- 
vided by the state school where'Jnas been for the past 12 years* 
Indeed such a setting which has been designed with the limitations 
of the severely retarded In mind and which provides for their total 
needs — medicaid physical, recreational, educational — on one 
campus is a much less Lestric tive environment than a "normal" group 
home In the community would provide* 

I know from experience , not theory, the problems and frustrations 

of keeping certain types of the retarded in a normal home* Everything 

must be kept locked — doors to outside, phonograph, refrigerator, 

deep freeze » knives, scissors, etc* I never let my son out of my 

sight unless he is locked in his room as there are no other eyes 

to watch and see that hs does not get into trouble* This I can do 

for a limited period of time without becoming too "burned out" because 

he is my son and I love him dearly* I do not believe any community 

provider would have the patience ant stamina to keep him in a home 

permanently, but instead either he or his "foster parents" would be 

changed fairly regularly, upsetting the routine which he needs* 

Change is very upsetting to the brain-damaged* They want a routine which 

they are used to and which does not vary — not a "normal" home* 

I am speaking personally because a parent who has had her child in 
both situations for a number of years can offer a different viewpoint 
from a professional whose viewpoint is based on a dream theory* 

If all the retarded are placed in community, the ultimate aim of 
some, and the Institutions and their programs phased out, it will be 
too late to rectify the damage to that segment of the retarded most 
in need of institutionalization* (This word itself is a "turn-off", 
connoting as it does the many poorly run institutions of the past 
whose demise no one laments*) 
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I recognize the need for consxjunlty group homes for the mentally retarded 
appropriately placed there; Indeed there are three such In niy cocmunity 
in which I have an Interest. We need sx>re, but placement should be 
made only when such a setting has been determined to be the most 
appropriate for the Individual and Is not based on an arbitrary quota. 
Shouldn't the money follow the child. Instead of vice-versa? 

I hope you will give consideration to this viewpoint and take a 
cautious approach to any action which adversely affects those most 
in need of services appropriate to their needs* 



Most sincerely » 

Ulclle P, Hands 

600 Pennsylvania Avenue 

Mindep, U, 71055. 
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Minnesota Coalition of Parents and Friends for Corrmunity 



Residential Services 
A Position Statexnent on the ICF/MR System 
Submitted to the Subcommittee on Health 
of the Senate Finance Committee 
September 19» 1986 



On behalf of the Minnesota Coalition of Parents and Friends 
for Residential Services I appear before Senator Durenberger's 
subcommittee on Health of the Senate Finance Committee today for 
the hearing convened by Senator Packwood. 

My name is Galen Pate and I am the father of Elizabeth, age 
19 years* Elizabeth is a resident of Dakota's Children, an 
Intermediate Care Facility for the Mentally Retarded for 48 
people in West St. Paul, Minnesota. When Betsy was thirteen 
months old, she was diagnosed as having cerebral palsy, profound 
mental retardation, and a seizure disorder. She required, and 
continues to require 24 hour a day total care. 

Because of the level of care Betsy requires, our family was 
not able to care for our daughter in our home. Between the ages 
of three years and six years, Betsy lived in both foster homes, 
and board and care facilities — both totally unacceptable lO our 
wishes for our daughter to develop her potential and to have 
close family ties. 
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In 1972 our family, together withseveral other families 
tooK the position that our children had a right to live in their 
own community. There were few alternatives and little hope for 
us at that time and although the difficult decision had been made 
to look for care outside our home, the added hardship of 
separation and the pain of not being part of our child's 
development, led us to develop the concept of a group home in our 
own communi ty. 

Our original wish for Betsy was a small home for six people 
but in the early stages of planning, it became evident that the 
cost for meeting the needs of a profoundly handicapped person in 
compliance with state and federal regulations of the Medicaid 
Program, would require that the home be designed on a much larger 
scale, J3 staffed with a higher staffing ratio, and costly 
physical plant requirements be included. 

That was in 1973. Today, in 1986, the cost of meeting the 
needs of mentally retarded people requires the same analysis in 
cost containment. Recent federal legislation proposes to limit 
the size of community facilities to 15 people or less if federal 
financial participation is to be received. While we applaud 
federal legislation which addresses the living conditions of 
people who are handicapped, our experience strongly suggests that 
it is cost prohibitive for a person needing twenty four hour 
care, including nursing or behavior intervention, to be served in 
small settings. The Minnesota Coalition of Parents and Friends 
for Community Residential Services, many of whom worked to 
develop community residential facilities, now represents even 
more parents who are concerned that specialized cost and program 
effective community Intermediate Care Facilities for people who 
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are mentally retarded arc being considered for extinction* We 
believe the presently embraced size only criteria for existence 
has not been tested as a valid measure and in fact is directly 
contrary to our experience in Minnesota* 

Parents and friends who are members of this coalition have 
worked tirelessly to develop effective specialized services for 
their family members who are severely and profoundly mentally 
retarded, who are meaically fragile, and who may have significant 
behavior management needs. 

The system needs to be expanded in a planned and thoughtful 
manner so that the quality of care currently available to our 
children is not compromised through a rush to reduce the size of 
the facility or the size of the federal Medicaid budget* The 
range of service options needs to be expanded, not limited, so 
that our children and all other children who will likely follow 
them continue to have an effective array of choices available* 

What Betsy would be today and what her family would be 
without the services provided by the Medicaid Program is alarming 
to ponder* The availability of funding for services which 
promote her developmental growth has enabled her to progress 
beyond the greatest expectations of her family. She continues to 
achieve new developmental milestones through the efforts of 
trained professionals who work with her in the ICF/MR. These 
milestones can be shared daily by her family for we are an 
integral part of her life. The ICF/MR facility gave her the 
options she never had in the foster home or board and care home 
and based upon the proposals we see and hear, would not have been 
possible in the so called new smaller settings. 
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As parents, the iMinncsota Coalition of Parents and Friends 
for Residential Services are concerned about the future for our 
children. Over the years we have believed that no single model 
of service is best for all people and that the freedom of choice 
is a right we want for our sons and daughters. As act i ve 
volunteers and members of the Boards of Directors of the 
organizations represented in the Coalition, we are concerned 
about the future quality of life provided. As business people in 
the community, we are concerned about the economic impact of 
proposed legislation for the ICF/MR system that limits size, 
creates more paperwork, increases regulations, and ultimately 
escalates costs to the taxpayer. 

We do not want to see a system strongly developed in 
Minnesota for the past eighteen years arbitrarily changed through 
federal mandate which would limit size and funding. 

Our highest priority is the provision of the best care 
possible for our children. We emphasize service in the least 
restrictive environment and insist that a broad of array of 
services be available, regardless of the living arrangement. As 
diversity is necessary in the education of the American public, 
so is diversity in the care of our children. 

We do not want our children to be burdens to the taxpayer. 
However, it is often beyond the emotional, physical. 
Intellectual, financial, and other resources of most families to 
care for our children at home. We support the establishment of 
quality control in the field of care for the mentally retarded. 
An important, but by no means the only aspect of quality control 
is the cost of care. The cost of care can be most easily 
calculated in financial terms, but if family disruption, divorce, 
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and emotional illness among members of the immediate family arc 
the toll of caring for our handicapped children at home» some 
other costs must be considered. 

We strongly endorse a role for federal and state financial 
support for the care of our children who are mentally retardedi 
which has come to represent an entitlement similar to the right 
to protection against crime, hunger, and disease. The 
distribution of federal financing is presently inequitable and 
must be improved. Progress in the field of caring for persons 
who are mentally retarded, however, is ideally made "from the 
bottom up** from meeting the needs of individual persons 
through community facilities rather than by governmental fiat. 

On behalf of my daughter Betsy and the Minnesota Coalition 
of Parents and Friends for Community Residential Services, I 
strongly urge Senator Packwood, Senator Durenberger, and the 
Senate Finance Committee to consider the positive benefit of the 
Medicaid Program. The ICF/MR model is a proven system which has 
progressively developed through year 3^' of experience. It is 
crucial that progressive development continue end that options be 
created within a fiscally prudent marnier. The Medicaid Program 
has largely been responsible for raising our children*s services 
above the level of custodial care and warehousing which formerly 
existed. We strongly support systematic long range planning with 
adequate flexible financial resources to assure a quality of life 
for all citizens who are handicapped by ment&l retardation. 
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mis Foct Worth state School Parent gave this testiirony to 

the Texas Board of MHMR on June 14, 1985, when the Board Jure ^ Cc - 

net at R^. ' 

I am Mrs. Edward TAise i and have a son who was a resident of • 
tht Brenham State School *?or eight yearb «ind f jr the past three 
and a half years has been a resident of the Ft, V/orth State School, 

I feel that Edward has been well cared for and is always 
ready to return to his doraitory aftel: a visit home. This is 
reassuring to me, since he has limited speech and cani.ot tell 
me his problems, I am one of the mzny parents who prefers the 
large school rather than a small community home, and I sincerely 
hope that placement of the first 279 clients in covizunity 
settings as directed by Judge Justice give our institutions 
an opportunity *o improve services rather than be down-graded . 
by diminishing funds and lack of interest of the administrators. 

This school has a spacious campus with a park-like setting, 
and it is to this point that I wish to speak. 

Questions by a visiting member of the Texas Senate and 
recent publicity about the plan to review all state property 
to see if it is being used in the most ef fee tive manner concerns 
us at the F£, Worth State School* The land for the school was 
given by the Amon G, Cartjr and the Sid W. Richardson Foundations, 
and the records of the Richardson Foundation furnish this inform- 
ation from which I quote t 

"The purpose of these grants is made quite clear in the 

letter addressed to Mr, Joe K, Butler, Chairman of the Texas 
Board of Mental Health and Mental Retardation, on June 7, 1972, 
This letter, signed by the Presidents of the Carter and Richardson 
Foundations, reads, in part, as follows: "It is understood and 
agreed by, and between Board and the undersigned, that our 
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2nd page of Mrs. Edward Mase's testirony to 

Texas Board of ^WMR - June i4, 1985 ^age 2 

conveyance to the above described property will be made by 
special warranty deed to Hoard as, if, and when a final 
appropriation of funds has leen made to Board for the construc- 
tion of a school for the training of mentally retarded persons 
on such land* 

It is the intention of this letter to evidence the promise 
of the undersigned to acquire and then to make a gift of said 
land to Board, conditioned upon a proper approp^riation and allo- 
cation of funds to be made by the state of Texas and/or the 
Federal Government before the end of I973 to cover the cost of 
erecting a suitable school on said lands.** 

I feel that these two Foundations would consider it a breach 
of faith if any part of this property were sold and that they 
would vigorously oppose anything of this nature. 

Those of us with children in the school regret the complex 
of apartments recently built to the north, and we are grate- 
ful for the land beyond our perimeter . road which prevents this 
type of development from coming closer* Many of i feel that 
our children have a freedom here which they could never have in 
a small home in an established neighborhood. This land border- 
ing the perimeter road could be an excellent location for 
small group homes with the school gyia, hydro-therapy pool, 
infinnary and occupational therapy resources at hand. I wish 
this type of service on campus was being developed by the 
M.H.M.R. Department as has been done in other schools. 
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Parents of retarded fear school cuts 



By CHARLOTTE-ANNE LUCAS 

SUH Writer 

ARLINGTON — Judy Craig 
kept her severely retArdcd son at 
home for 21 years, •'caring for the 
needs of an Infant In the body of 
an odult,** before coming to the an* 
guliiied conclusion that he would 
be better off In the Fort Worth 
Sute School 

Ther?, she said, he Is protected, 
looked after and stimulated to de- 
velop behavioral skills in a way 
she could r>ot be at home. 

But like some other parents of 
mentally retarded youths, she Is 
worried that a proposal by the 
Texas Department of Mental 
Health and Mental Retardation 
vdU ptish him out of the schooKs 
environment tnd into a community 
center. 

At a healing on the proposal 
Thursday, CraJg and dozens of oth* 
er speaken railed against the de* 
portment's six*year plan to move 
the some retarded residents to 
cor.imunity centers, which awaits a 
decision by the 1987 Legislature. 

•"We don't want our sute schools 



reduced," said Craig, who spoke 
for the Fort Worth Sutc School 
Parents Association. •'On the con- 
trary, we want them expanded." 

Craig argued the patients are in 
the state school "because It is the 
very best place for them'* and sold 
proposals to move as rnony as 20 
percent of the state school popula* 
tion Into community<based centers 
by \m ore based on "reckless estl- 
mates of the potentlil productivity 
of severely and profoundly retard* 
ed clients," 

- Endorsing the department's 
plan. Diana Fricke of Fort Worth 
with the Texas Planning Council 
for Developmental DlsabUities, said 
many, retarded people can receive 
better core and have more freedom 
In the* community. 

Although many of the parents 
sold the local centers could provide 
necessary treatment for mildly re* 
torded |»ople. they sold discharge 
Ing some patients ^uld have disas* 
trous results. 

Dorothy Bridges, the Fort Worth 
mother of a 24* year-old state 
school resident, said that on a re- 
cent visit to the school, she wit* 

420 — ' 



ncssed a violent outburst by one 
resident that took seven staff 
workers to control. 

"I would not want one of these 
violent clients to be my neighbor," 
said Bridges. 

"I know that sounds terrible for 
a retardec parent to say, but Fve 
seen a lot of people get hurt by 
these clients,*' she sold. 

Barbara Harris of Dallas sold she 
Is afraid that if the population of 
state schools is diminished too 
much. It coukl mean the loss of 
even more federal funding and the 
eventual closing of the school 
where her daughter lives. 

"I don't wont my daughter out 
there where they don't want her," 
said Harris. 

"You certainly shouldn't be 
moving the retarded Into small 
spaces and Into neighborhoods 
where they're not 'A/anted. ... I 
want her to live in a safe place 
where she's not ridiculed for her 
handicap." 

The hearing was the sixth of 
seven scheduled ocross.the state to 
soUdt comments on the six-yeor 
plan. 
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Researchers Focus on Instability of Residences 



bi » (Mcllmkuiy turv«y ct S% commur>. 
Ky rnUcntU Ixduki Ktvtng ln<llvWu«is 
wkh (l4v«lofwn«ni*I dbUiOlkl. It w«i 
IimmkJ iltAi Urwrcn 1V82 tnd J986: 

• 27 o( it>« tkclUtt K»d gon« oul o( 

• own«r»hlph*dduns«dln72fKiliU<f: 

• 67 fKltaki lud ch«i)3fd *<JditiMi: 

• fivtfKi&rktrcpoftrdMfvlngadtffmnt 
cWra popvUtion. i 

T»)«« tkxSinst wc amoog iht ««fly rnuJki 
of a currvnl dujy o< Ui« tuUtty ol ih« 
MK/00 communky rtiid^niUl thdtOn 
Hitmin Scrvkcs Retcircti Imiltutt 
lUiiHii. ot C*mktUff«. MwMchuidti. 
uodtrtooH 00* project lo respond Ip •* 
i*j«»iftc*nl. \nM At yd unfocuufd <ooc«m" 
»boot iht »i»Wiy *n4 ptfnuntnct of 
CoawTvuniry rciVj«ntUl ««tvlcci< * 
I 

Th« eontin uify o( tommuAMy inld<fK«« b 
lhic*i*f)cd 1^ Mv«f*l (Ktort. Including 
vArUU< tnicrfit um, infUiioA. InatMd 
tt^Ution. iinSning puUc wppod and 
•cwtomk icccitioni. Ai tltt lyttcm 
Iveomfi Wii »Ubi« *nd prcdicl«U«, odnr 
nr>«iv* <on«<ju*fKM Lkcly lo (ofow, 
^.nh ti« JnknkM/ cOAfid<t)Ct Among 
fkiftmti (4 pcTioni u«h d<vtlop4n«nl«l 
•kv J44hr». lowcf cWrtI (ufttUo«li»a kvth 
mhI maI{ Uwity^-J/Jurnovrt. !n fxi. lUfl 
P«rcp<iooi oi ln»t*Ubfy rriukcd In • 75 
10 iW)p*ft*nliufAov«r»lf wnooflrtW 
ttjjf In on« tU(e. 

Th« c>t>kcllvci ot ih« clghtccn.moAih 
Mwdy. rundcd by U.S. Dtp«itmcnl 
I (cah «nd HuRun S«rvkci' AdniinhlrA' 
lion Oil D«vciopnwnt«l Oiubtitki. In> 



cKidt: («) docum«nrir)g ih« cMcnl ol lh« 

pfoUcm: (b) ktcfVllfytiig (AclOfl lliAl *{(ccl 
jK4ly MAUUy; (cj hlcnnfyins Miilc ftod 
fetkf »I pokckt IhAi nuty ItiThKnc* ll»f long 
l«m vUbifay o( community iMog m. 
r«n3<intn(i: (iJ) ciplotfctg w«y« o( •imi< 
k>9 tlic hum^n and fkuncbl co)ii ot h* 
«*M*y; *nd (c) Applying lh« itudy Ond^ 
io a pAfikuUi »uic lo VAkdAic ih« retuki 
•ftd ciHMmIn«l« InforiMtloo. , 

OtirinQ ft -changt" In a (xftty «i < rtlocA. 

Bon. ft change in own«f*Wp. « mtrgn o». 

9<**g Oi»t o( butlncii. Iht ics<fi<ch«rf 

loynd lh*»<rflh«20»iAicsUudl*dlnih« 

Pf elrtJMiy »*mpW. Ih« hljhcit pcrtenl ot 
jching* dmlng lh< focr.y«« ptrtod tx- 

twffn 1982 and 1986occwifdlnCaMo». 

ftU {ii pffccnt) and Ihe 3ow«(l w«i u 
*G«ofgU. witctc iltvra wai no cI»»no« 

wh^'ijotwf In f»cifcil«. Moil o( lh« 

chaA9«i ren«t cither a relocation ot 
IfKttiy Of a change h ownaOiSp. Ooih 

\h*u occtincncci utm moic Uicly In 
.»m*l ||.6 b«Ji) fx^wi (3f)pirc«f>l lur. 

nwnj. ahhougJ, Hwe ar « a lol o( owner- 
ftp changei In U«g«r (|$.63 txdi) 
facjilw «i wc». Dahly ihrf « pm«nl of 
mldrf;« tkciukt (7-15 Udi) ciperknced 
fw change. In addition, it |i Werexlng lo 
oole thai alilK>vgh CaUomU wai ranVcd 
M a low ctoiuie rate Hate". Kcording to 
data gathered by il»e Unlverstty ot KOn. 
n«iola. the commuiiJiy ie»U*nUAl lyttem 
theit H e.petkftcing coAJdcraWe inita- 
biUy. It may be pottlUe that cloiuie rate* 
ace nol Ihe be»< Indcaior ot leUtive lUUky 
ot a reiidentlai lervict lyifem. ihe te- 
warchefi ipecubtc. 

II Is aniic^ed rlut pi o^tt (lndJ»gi wUI be 
appWd lo: 



• poUcv development regarding i) 
malr.lenanfe ol communlly.baie> 
prlvalefyoperaled inlermedlalt ca 
racUtlki for ih« menially reiaidi 

(ICF/MRJ; 

• pofeydevetepmemirtlheafeaiotove 
»lghl and suppotl oi communiry kving c 
tar>gemen(i by fedeial. tiate and loc. 
aJmlnltffalori: 

• ttepararton of » lechnical aitbianc 
malefUb for pfoviden, lo taht them I 
remaln»;tg ttabie and wOnlnq uM; an^ 

• dwIopmenlofkMiglefmjtiatcgleifc 
sirteHoraiIng ihe Problem be/ore I 
become; a oWi In the rapidJy expandlm 
Mfl/DO community reiJdeitial lyitem. 

Final fMO)cct nutlefUli v«tl be avaiuJc U 
1987. Fof moce hfotmarlon on the pro 
)ec!. coniad: Valerie J. Bradley. Humar 
Service! Research Inilltute. 233( 
Mawadiowiii Avenue. Cambridge, 
02 KO. ^ " 
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This addendum provides an executive summary of eight policy 
papers prepared by the Minnesota Developmental Disabilities 
Council in response to a legislative request for a plan re- 
garding the future of state institutions. 

Let me emphasize that Minnesota has plenty of plans, and some 
would argue that our stato hospital system is overstudied. 
The problems with planning is that when major stakeholders are 
not involved, the planning is meaningless. Second, the Legis- 
lature cnn act without planning or can require planning and 
then not act. The study that we conducted involved all stake- 
holders and did result in legislative r.ct'^.on* 

PAPRR NO, 1; MINNESOTA STATE HOSPITAL 
FACILITIES AND ALTEHNATIVE USE fBOILDINGS V 

The major focus of this study was an analysis of the general 
condition of the buildings and potential alternative uses of 
those buildings. 

We examined several variables including the years the build- 
ings were built, property size, building square footage, phys- 
ical condition, plumbing condition, and electrical condition 
of the buildings. 

Generally speaking, 43 state agencies reported to us that they 
do not save money by using state hospitals for other govern- 
ment uses rather than renting or building other facilities, 
This is due in large part to the condition and age of the 
buildings, energy costs, and renovation costs. 

Of the 31 institutions reported closed nationwide, none have 
been purchased by private industry. Over half have been con- 
verted to other types of institutions, e,g,, corrections. Vet- 
eran's, geriatric apartments, college, and religious organiza- 
tion, 

PAPER N0> 2t MINNESOTA STATE 
HOSPITAL ENERGY USE AND COST 

Energy consumption in buildings is affected by many factors 
including original construction features, efficiency of heat- 
ing plant, severity of weather and type of heating fuel used. 
Meaningful comparison of energy use at the eight state hospi- 
tals was difficult. 

He recommended that states should undertake energy conserva- 
tion measures including: utilization of shared savings con- 
tracts; use of alternative fuels; purchase of electricity from 
wholesalers; separate metering of leased or rented buildings 
to the tenants; identification of surplus buildings for demo- 
lition to eliminate heating costs; and installation of improve- 
ments such as summer boilers. 
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PAPER KO. 3; A PROFILE OF KIKNESOTA 

STATE KQgPITA^i EHPLQYfiES 

The legislation authorizing the study was very concerned about 
the effects on the employees should a state hospital close • 
The legislation sought specific information about the employ- 
ees: What is the projected displacement of state hospital 
employees because of deinstitutionalization, and what is the 
extent to which displacement can be mitigated through attri- 
tion, retirement, retraining, and transfer? 

There are over 5,900 people, including part-time and intermit- 
tent employees working at our eight state institutions. Di- 
rect care staff are often female. The average wage is $4,00 
to $5,00 higher than minimum wage. The length of service 
averages over eight years, and the separation rate varies by 
location. 

The State Planning Agency conducted a survey of state hospital 
employees to determine future career choices. There were 26 
questions, and 3,154 employees responded to the questionnaire. 
Regardless of how the question was asked, most employees indi- 
cated preference for public sector employment. 

States may have to be creative in making early retirement more 
attractive rather than incur layoff costs. The portability of 
pensions nay also need to be investigated at the state level 
to encourage transfer of employees rather than layoffs, 

PAPgR KOr 4; THE ECONOM TC IMPACT 

OF MIHWESOTA STATE HOSPITALS 

A large industry such as a state hospital contribute signifi- 
cantly to a community's economy. The smaller the community 
and less diverse its commercial or industrial base, the 
greater the impact of any closure or downsizing. Economic 
impact is not only a function of where employees live and 
spend their money but also where they work in terms of com- 
muting distance. 

Salaries of employees are the most significant factor in esti- 
mating community economic impact. The impact changes depend 
upon the dispersion of employees in a geographic area. Eco- 
nomic impact should not be calculated by multiplying total 
revenue by a multiplier effect such as "10" because it over 
estimates true impact. 

Since most states have centralized procurement systems, local 
purchases by the institution are a small percentage of local 
retail sales. 

If institutions are located in rural areas with high unemploy- 
ment, alternative employment strategies are difficult to de- 
velop. Retraining and voluntary transfers of employees should 
be considered as a preferred economic development approach. 
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Alternative economic development strategies should not imply 
••filling up buildings with a newly discovered devalued groups 
such as people with AIDS, Alzheimer's, or those who are home- 
less . ** 

Institutions located on prime property may be the first to 
close since economic impact will be lessened. It may be a 
wrong reason, but it is often more feasible. 

PAPER NO, 5; PUBLIC OPINIONS 
ABOUT STATE HOSPITALS 

A significant part of the study of the state hospital system 
was the development of a public process which provided Min- 
nesotans with an opportunity to express ideas and concerns 
regarding the future of state hospitals and the delivery of 
services to persons with mental illness, mental retardation, 
and chemical dependency. 

This public process involved three major elements: 

1. The convening of nine town meetings, one in 
each area of the state served by a state hos- 
pital and one in the Metro area. (Over 5,000 
people attended. There were 362 witnesses, 
and 80 separate organizations were repre- 
sented. ) 

2. Soliciting letters from the public and inter- 
ested parties who would express their views. 
(Over 433 letters were received.) 

3. Receiving calls during a "toll-free call-in" 
day. A total of 202 calls; 174 favored state 
hospitals « 

4. We also sent a "Dear Colleague" mailing once 

a month to 1,500 people giving results and an- 
nouncing meetings. 

The overwhelming message of the town meetings and phone calls 
was to keep the state hospitals open. The letters were split 
on this issue* 

Here are the most frequently heard themes emerging from the 
town meetings: 

Concerns about Patients and Residents : 

* The special needs of residents should be the 
primary concern in planning the future of state 
hospitals. 

' Persons most "difficult to place" because of 
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severe behavioral, physical, medical, communica- 
tion, or multiple handicap problems are often 
served by state hospitals. 

Views on Community Programs ! 

• Individuals have moved out of institutions and 
into the community. They have improved, 

• Community programs (community mental health cen- 
ters, case management, and community support pro- 
grams) need more financial support. 

Quality of State Hospital staff and Care s 

• State hospital staff and the care provided were 
described as caring, helpful, dedicated, the 
best, concerned, enthusiastic, skilled, superior 
care, warm, professional, and nationally recog- 
nized, 

PAPER N0> 6: RESIDENTS/PATIENTS 

Minnesota's state hospitals exist to serve people with mental 
illness, developmental disabilities, and chemical dependency. 
While there are many factors which will influence thr- future 
of state hospitals, a very important factor must be the indi- 
viduals for whom they exist. 

The state hospital study also found: 

1, In 1960, a peak of 16,355 residents/patients 
were served in the state hospital system, 

2, In FY »84, the average daily population of the 
state hospitals was 4,006 people: 1,230 peo- 
ple who were mentally ill; 2,182 people who 
were development ally disabled; and 594 people 
who were chemically dependent. 

We recommend that states should undertake independent verif- 
ication of individualized needs and treatments to address 
those needs, 

PAPER NO. 7; THE COST OF MINNESOTA 
STATE HOSPITALS 

There are four parts to the cost report. Here are some high- 
lights from the cost study: 

Costs of State HosnitaTs ; 

1, Fifteen (15) years ago, the care given in 
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state hospitals was custodial, and the cost per day 
was ejctreaely low. 

2, court cases and federal standards resulted in bet- 
ter staffing. Costs increased, 

3, In this same period, people with developmental dis- 
abilities were moving to the community, costs con- 
tinued to increase in the state hospitals because: 

a. The fixed costs increased because of fewer 
residents ; 

b* Remodeling and construction occurred across 
the United States to meet federal ICF-MR 
standards; 

c. Staffing increased or stayed level in order 
to reach ratios; 

d. Unionization of public employees occurred 
which led to higher salaries; 

e. Inflation had an impact? 

f • The proportion of residents with severe/ 
profound mental retardation increased as 
less handicapped people leave; and 

g. Indirect costs were added such as overhead 
and other state administrative costs in 
order to maximize federal financial par- 
ticipation* 

Costs of communitv Residential Facilities : 

1* The number of group homes in the community has in- 
creased dramatically, 

2, The ownership patterns can range from family, non- 
profit, profit, chains, or systems. Family opera- 
tions are the least expensive, 

3, community residential facilities need a standard 
chart of accounts and improved cost accounting, 

4, Community residential facilities include capital 
items but not day programs or service costs, 

5, Community residential facilities now serve all 
ages and all types of handicaps, but the propor- 
tion who are most dependent is slightly lower 
than state hospitals. 
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6. Why average per dieas shouldn't be compared be- 
tween state hospitals and community facilities: 

a. Costs vary by type of resident (age, level 
of independence, services needed, and 
staffing needed) . children are always 
more expensive than adults. More severely 
handicapped people are more costly regard- 
less of setting. 

b. Per diems do not contain the same items. 

c. No standard chart of accounts exists. 

d. No cost accounting system exists. 

e. There are several ways of determining 
costs which produce different outcomes 
in cost studies: reimbursable cost re- 
porting; average per person costs; fixed 
and variable costs; units costs; and 
needs approach. 

f. In Minnesota, costs vary by geographic 
location (urban, rural) ; size (6 or fewer, 
17 or more) ; staff ratios, and special 
certification. 

PAPER NO. 8r OPTIONS /RECOMMENDATIONS 

The four options presented in this last report include: 

1. Keep all state hospitals open but downsize. 

2. Decentralize the state hospitals and begin 
state-operated, community-based services. 

3. Increase efficiency and introduce elements of 
competition in all state hospitals. 

4. Closure of one or more state hospitals. 

On page 2 of this final report, we begin with a list of all 
the conflicting roles. Whenever interest groups discuss what 
is the state *s role, there is a tendency to say, "the state 
ought to," forgetting that we do not have a blank sheet but 
rather a complex set of roles including: provide services; 
supervise services; monitor and license; guardian; defendant 
in court; employer; negotiator; provider of services to em- 
ployees in case of closure; cost containment; and maximize 
federal financial participation. 



OPTION 1 : Continue operation of all eight state hospitals 
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with staff reductions or downsizing in the mental retardation 



* The mental retardation population will contim^e 
to decline because of the Welsch consent Decr.ee 
and the waiver. 

Effects on EiBPloyees ; 

* Because all types of staff levels are stipulated 
in the Welsch consent Decree, the number of staff 
who could be reduced could be projected, 

* The number of staff to be reduced totaled 644 
positions, 

* Based on historical experience, there are 1,640 
separations because of turnover, retirements, 
deaths, and resignations. This number includes 
all employees including part time, 

* It is our opinion that natural attrition can be 
used for downsizing as a first option compared 
to layoffs. Special exception is made to fill 
positions for health/safety and for Welsch com- 
pliance reasons, 

* The next option is to make early retirement at- 
tractive through extension of early retirement, 

* The final option is to extend the early retire- 
ment option and to add medical insurance benefits 
for people until they reach age 65 years. This 
option is also less expensive than layoffs, 

OPTION 2 ; Decentralize the state hospitals. 

We looked at Rhode Island's approach in beginning state- 
operated, community-based services. Our state AFSCME group 
prepared & proposal. The Department of Human Services also 
created a proposal included in this report. 

Effects on_Resident)3 and Emploveea s 

* Individuals would continue to move to the com- 
munity, 

* Employees would be allowed to bid on positions 
in comaiunity settings, 

* Employees would be covered under collective bar- 
gaining and pension plan, 

* Retraining would be necessary. 
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* Space needs would be reduced. Property could be 
declared surplus. 

* The state might incur new capital costs in the 
community or existing housing could be used. 

* Economic impact would be dispersed depending on 
relocation of residents. 

OPTION 3 ; Improve efficiency and effectiveness of state 
hospitals and introduce elements of competition. 

* Management information systems would have to be 
in place — chart of accounts, resident tracking, 
etc. 

* State hospitals would generate revenue as a 
function of services rendered. 

* Each state hospital would be responsible for 
program nix, budgeting, marketing, and rate 
setting. 

* No catchment areas would exist. 

* counties and case managers would be responsible 
for payment of service. 

Effects ; 

* Individuals and counties would have choice of 
using state hospitals at a prenegotiated cost of 
service. 

* State hospitals would still be under the same 
policies. 

* There would ba more need for flexibility than 
civil service currently allows* Employees would 
be trained and transferred based on need. 

* Each state hospital would have control over 
buildings. There would be an incentive to con- 
serve. (This is a real problem area because the 
state bonds and every facility is not equal in 
iienns of buildings.) 

* Proceeds of sale of property would revert to 
state hospitals. 

* Economic impact depends on skills of state 
hospitals: 

— rental value would approach fair market 
value; 
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— laundry could be a profit center; and 

— per dieins would reflect true costs. 

OPTION 4 : closure of the state hospitals. 

• It is extremely difficult to terminate govern- 
mental organizations. There is little political 
incentive to do so. 

• Terminations are usually accompanied by a budget 
crisis, and/or an ideological struggle. 

• There is a lack of systematic evaluation studies 
to determine impact of closure. 

' Why closure doesn't occur: 

— guarantees instant, galvanized opposi- 
tion to the idea; 

— benefit is minimal and means "fraction- 
ally lower taxes"; and 

— incrementalism forces most programs to 
grow rather than be terminated. 

Each state hospital was hypothetically closed for 
purposes of this study, and the impacts were 
assessed. 

Effects ; 

• Based on past experience, if the state does not 
have time and money to develop community alterna- 
tives, the residents are sent to another state hos 
pital. Consideration must be given to: 

— what is the home county of each resident? 

— where are beds available? 

— do they match what the individual needs? 

— if not licensed or certified, how much 
money is needed for bringing into compli- 
ance? 

• There are several research studies of effects on 
residents, patients, and families. Results are 
mixed— changes in mortality, health problems, 
emotional changes, and adjustment issues. 

• In the event of closure, we listed nine separate 
options for employees (pages 28-29) . We also es- 
timated the number of people who would take each 
option, including listing bargaining issues such 
as layoffs. 
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We sununarlzed the research on closure and effects 
on employees (lowered morale, stress, physical 
problems, emotional problems) • 

We summarized the alternative uses of buildings, 
the cost of closure and calculated by hospital, 
the amount for severance, health benefits, unem- 
ployicent compensation, and other costs such as 
heating, security, etc. 
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Li INTRODUCTION 

The New Xock State Association o£ Conmunity Residence 
AdministratocB (NXSACRA) is an organization cepcesenting 145 private, 
non-pcoCit agencies which provide coxDaunity-based residential services to 
persons with mental retardation and developmental disabilities in 
XCPs/KR, comnunity residences and apartment programs* NXSACRA oCCezo 
information, technical assiotance, training programs, advocacy and other 
services. Members o£ NXSACRA have been an important contingent o£ 
residential care providers to the many persons who have been 
deinstitutionalized over the past ten years and to those who needed long 
term care outside their families long before the Villovbrook Consent 
Decree • 

Institutions were the primary residential model Cor developmentally 
disabled persons £or over a century* Fifteen years ago professionals, 
families of the disabled, and consumer groups provided the impetus for 
the process of deinstitutionalization. They responded to the 
deteriorated institutional conditions, pricked the moral conscience of 
the country and forced justice to assert itself* Landmark court 
decisions and social leadership have not only changed minds but alco 
spending patterns* The fiscal record of this country demonstrates a 
commitment toward community services and away from institutional 
services* By 1964, 11 states achieved spending parity between 
institutional and community services* In 1977 New York State spent 
about 12\ cn community services and was, by comparison, 43rd in the 
nation* in 1964, New York spent about 45 percent on community services 
and m^ved, by comparison of percentage, to 10th in the nation* 



TI. GROWTH OF rOMMUNITY-BAgRP ICP/HR PROGRAM IN NEW YORK STATE 

For those of us who believe in the effectiveness of community 
services. New York has come a long way* Intermediate Care Facilities for 
tAe Mentally Regarded (ICFs/HR) grew out of the deinstitutionalization 
novement as core severely disabled individuals moved from developmental 
centers Intj the community* From 1978 to 1982 the growth of ICP/MR 
(^Avelopuent was enormous* The number of ICF/MR placements increased by 
3S3\ during that 5-year peciou* 

Today, *-he?e ore approxim&trdy, 5,250 people being served in small, 
comaunity-bassd ICFs/MR in Ne^ Ys£h St^te and another 5,325 people being 
served in non-medicaid fanJftd community eesidenco programs* As of April 
1, 1965, voluntary providers operated 420 nnall Icrs/KR*4the Nev Yorh 
State Office of MeAt&l Afttardntion and IDftvelopmental DisstbUlties 
operated 170 small ICFs/KR* The average number of {persons per resi^^^ncc 
W..5 6 to 9 people* The residential necvlce delivery systeci iti New York 
also includes developmental centers, ftmily Okzi homes^ and family 
support services* 
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Page 2 

Medicaid Financing 
Octobei: I, 1986 



Medicaid funding in Hew Yock State has provided an impoctant 
opportunity toz people with mental retacdation to live in integrated 
settings in the comnunity and to receive the services they require to 
£ul£ill their individual potentials and to live more independently. 



III. EFPECTIVEHE33 OF COMMUWITY-BXgED ICF/HR PROGRAM 

Medicaid funding has improved the quality o£ care offered to persons 
with mental retardation and developmental disabilities. Ve are proud of 
the community-based ICF/MR program and believe that it has demonstrated 
its effectiveness in the following ways: 

1) By improving the quality of life of persons with developmental 
disabilities by enabling them to receive the services they need while 
living in homes in ^eal neighborhoods an^ participating in community 
programs and activites. 

2) By providing quality services and treatment; in contrast to the 
custodial care frequent in many institutions prior to the medicaid 
program. 

3) By enabling persons with mental retardation to embrace their full 
potential and achieve greater independence resulting in the ability of 
larger numbers of people to reduce their dependence on government funded 
programs. Service providers in Hew York State have experienced the 
graduation of individual clients from ICFs/MR, to less intensive 
community residences, to supportive apartments and later to independent 
living situations. Medicaid financed services played an important role 
in the growth of these individuals. 



IV. REC0HHEHDATI0N9 FOR INCRBA3IN Q C03T-EFFECTI VENBS3 OF ICF/HR PROGRAM 

Ve believe in the value of medicaid funded services and we have 
several suggestions which will promote high quality and make the program 
more cost-effective as follows: 

A) Adopt a revlaetl version ot the Prop osed Rules for Small ICPs/MR. 

Overregulation of the small ICF/MR program has resulted in higher 
costs. Standards compliance expectations have driven us to create a 
pjper Industry and not just a sophisticated service industry. Adoption 
of the proposed rules for snail ICFs/MR will begin to address this issue. 
Ve welcome HCFA's introductory recaarks to the Proposed Rule which point 
out that the "standards should focus more on the client and staff 
performance rather than on compliance with processes and paper 
requirements" and that HCFA is proposing "to revise most of the detailed 
language of the current standards to give facilities greater ability to 
administer their programs, while recognizing their widely varying sizes, 
locations, and organizational structure." 
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ThesQ intentions acknovlodgo the iiaportance o£ the growth o£ clients 
over the growth o£ paper and a££irm the individuality o£ scoall cossaunity- 
based programs rather than the sameness o£ large institutional-type 
programs. These concepts are important not only £oc the design o£ the 
regulations but also £or shaping o£ process-oriented interpretive 
guidelines by which surveyors determine the compliance o£ a program. 

Ve have several changes to recommend, with regard to the Proposed 
ICP/KR Rules, which we suggest will improve the cost-e££ectiven6ss o£ the 
program while remaining sensitve to client-needs. 



1) Although the de£inition provided £or active treatment in the Proposed 
ZCr/KR Rules is a good capsule summary, the concept £requently means 
di££erent things to providers and surveyors. Disputes over the 
applications o£ active treatment arise with developmentally disabled 
persons usually £sr the £ollowing reasons: clients are so severely 
disabled that they seem to be relatively inactive in their treatment, or 
clients are so high-£unctioning that they are too active and sel£- 
initi&ting in their treatment, or clients are at easily acceptable level 
o£ responsibleness but are active In unacceptable day programs. As a 
result, providers o£ services sometimes devote an extraordinary amount o£ 
energy In making the treatment look right In order to maintain worthwhile 
services £or clients. There£ore, we o££er the £oaiowlng^ recommendations 
that ampll£y and clarl£y the revised Federal de£lnltlon o£ active 
treatment. 



(a) Active treatment Is an Integrated program o£ activities, 
experiences, or therapies expressed in cMasurable goals and 
objectives. 

(b) there must be a treatment plan where needs are Identified and 
prioritized by the Interdisciplinary team. 

(c) The amount of active treatment should be determined by the 
level o£ disabiility in the various functional levels identified by 
the IDT. 

(d) Services should not simply be limited to habllltatlve services 
but should Include activities which are vocational, educational, 
rehabilitative, medical, behavioral and other areas designed to meet 
client needs. 

(e) The plan of care should be Implemented and reinforced In formal 
and Informal settings throughout the entire day, as delineated In a 
client's activity schedule. 

(f) The day program selected and justified by the IDT should stand 
on its own certification merits. 

(g) an ICP/KR client who exhibits extraordinary her 1th problems or 
behavioral disorders, which Interupts or alters the plan of care, 
should be considered as receiving active treatment. 
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2) The proponed rules require the physician to participate in the 
client*s individual program plsn (IPP). This requirement will most 
certainly add costs to the program. Ve recommend that the vording be 
changed to "a physician shall participate, as appropriate" In order to 
require the phy&ician*s input only in cases of more complicated medical 
involvement. The rule would also require the provision o£ physician 
services 24 hours a day. I£ ^his rule can be satisCied by having access 
to a hospital emergency room, we have no difficulty with this section. 
However, if each facility must have a physician "on-call" at all times, 
then we would consider such a requirement needless in most cases and 
unnecessarily expensive. 

3) The proposed regulation requires that the implementation of active 
treatment be "continuous". We support the concept that interventions and 
services provided must oe implemented at both the day program and the 
residence. However, we are concerned that surveyors may interpret 
"continuous" to mean "non-stop"; an interpretation which would be both 
expensive to implement and harmful to the clients. Ve suggest deleting 
the word "continuous" and replacing it with "integrated" so that the IPP 
is required to be implemented and reinforced in formal and informal 
settings throughout the entire day, as delineated in a client's daily 
activity schedule. 

4) :2ySACRA opposes the use of "conditions of participation" as it 
relates to the new regulations because a survey team could decertify a 
facility based on a single visit. This decertification authority is too 
broad to apply to a single condition of participation. 



B1 Allow deenved status In thft Kedlcaid proarara a« an ootlon for faciltles 
accredited bv HH3 approved national voluntary accreditino bodiep vhQgg 
^afirtardg are comp arablff to ICP/MR roles. 



Federal ICF/KR Standards were derived from the Standards published 
by the Accreditation Council for Services for Mentally Retarded and 
other Developmentally Disabled Persons (AC HRDD). AC HRDD standards focus 
more on Quality of Life issues and are believed to be mere cost- 
effective than are state Medicaid surveys. The deeming of accredited 
facilities wouia . reduce Medicaid costs by eliminating duplicative 
surveys. 
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V. CQNTINUIHQ THE CQMMITMBHT TO MKDTCA TD FIHANCED SERVICES 



Medicaid financed secvices ir. Hew York and other states have 
gceatly benefited pecsons with ntntal cetacdation and developmental 
disabilities by enabling then to c«ceive the services they require in 
order to achieve both increased independence and an improved quality of 
life in the comaunity. HYSACRA supports the continued role of Medicaid 
in financing needed services to people with developmental disabilities. 



Ve would like to thank the Senate Committee on Finance Subcommittee 
on Health for this opportunity to submit comments. 
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I. Introduction 

New York State has a well developed and expansive services system for persons 
with developmental disabilities. Some 26,000 persons are served in our residential 
continuum and over 30,000 persons are servedan a community-based day program 
continuum. Since 1975, New York has delivered on its strong commitment to 
depopulate large institutions. Our developmental centers housed over 20,000 persons 
in 1975. Today, there are only about 9,900 persons remaining in developmental centers 
and that number continues to be reduced with the opening of new community beds. 
Our community residential continuum serves over 16,000 people in supportive and 
supervised apartments, supervised group homes, family care homes and small 
intermediate care facilities. 

The growth of our community-bascd system has occurred in large part as a result 
of federal participation through the Medicaid program. However, the restrictions 
imposed on the use of Medicaid funds and the uncertainty that has resulted from the 
Health Care Financing Administration's (HCFA) management of the basic program and 
home and community care waivers presents a real obstacle to New York's fulfillment 
of its goal of an expanded and cost-effective community services system. 

Mentally retarded and developmentally disabled persons receive services within 
our continuum of care which go far beyond their medical and remedial needs. OMRDD 
has found that these people respond best to programming v^ich is developmental, 
comprehensive and level of care oriented. Such programming should be life-long in 
nature and seek to enable a person to maximize his or her ability to function through 
an integrated service approach which includes appropriate levels of vocational, 
educational and habilitative training as well as medical and rehabilitative services. 

n. New York State's System of Care and the Role of Medicaid in Financing the 



First, let me provide an overview of the current MR/DD system in New York 
State and the future direction we foresee in terms of program expansion. In the early 
1970*s, great impetus was created to redirect the system away from institution service 
provision to community-based program alternatives. Pressure to do so was created as 
a result of civil rights federal court cases, and the initiative was reinforced by major 
federal statutes which articulated these rights and created new service modalities to 
better respond to the needs of handicapped citizens. While the initiative was there, 
sufficient federal funds were not available to support implementation. Only the 
Medicaid program with its categoric entitlement for the permanently handicapped, 
provided the potential for federal financial support to any meaningful degree. 

New York State utilized this state administered program to further its efforts to 
return people to the community who had been institutionalized and to upgrade the 
quality of services for those individuals who remained in institutional settings. We 
now offer residential services to over 5,500 people living in community-based 
ICF/MRs. Over 26,000 individuals are served in the OMRDD residential continuum; 
62% of these people are Medicaid beneficiaries. We have also elected to include 
Medicaid funded personal care services as a component of the family care program and 
are building a similar component into the community residence program. The 
availability of Medicaid has furthered the development of the day service continuum; 
OMRDD offers day treatment, which is Medicaid reimbursable to approximately 
10,000 substantially disabled individuals who comprise more than 30% of ail day 
service recipients. Without a doubt, the expansion of developmental disabilities 
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services m New York State is directly attributable to the increase m federal financial 
participation through Medicaid. If this was unavailable, it is conceivable that the 
system of services would not have moved as dramatically as it has to community-based 
care. In summary, the Medicaid program has been used in New York State to move the 
service delivery system away from institutions and toward the community. 

While we, as an agency, are pleased by our accomplishments, there remains a 
major service development task ahead of us. Our efforts to reduce the developmental 
center population will continue - 4,000 more institutionalized individuals will be placed 
into community settings over the next six years. At the same time, the energy and 
administrative commitment that have been devoted to deinstitutionalization must be 
rejuvenated so that our S)stem can also expand the capacity to serve developmen tally 
disabled persons who have remained at home with their families. This group includes 
young adults who are being graduated from the special education system and who need 
vocational training programs. It includes older mentally retarded persons with agmg 
parents who can no longer provide consistent long-term care within the home. It also 
includes infants and young children who can benefit dramatically from early 
intervention services which lessen the long range effects of developmen tally 
disabilities. In all cases; it is important for us to provide support services to the 
families of our clients so that their abilities to continue offering informal care is 
sustained. As evidence of OMRDD's commitment to this unserved population, we plan 
by 1991, to serve 9,000 more people in the community residential continuum and to 
double the number of persons who participate in day programs, which necessitates the 
development of habilitation and vocational training services for an additional 20,000 
developmen tally disabled adults. 

HI. New York State's r asons for not participating in the Waiver Program 

There is a substantial unmet need for services to developmental!) disabled 
people. As previously stated. Medicaid played a very significant role m the expansion 
of services. It is New York State's perspective that if we were to adopt a home and 
community care waiver, then the same role that Medicaid played in the past, would 
have to be played in the future. In other words. Medicaid, through the home and 
community care waiver, would have to serve our purposes m meeting the needs of the 
unserved and underserved. OMRDD needs to meet the demand for services in a 
responsible way. Medicaid assisted New York State in achieving that objective in the 
past. OMRDD would expect the same from the role of Medicaid in the future. 
However, as HCFA has chosen to interpret the formula used to determine approval of 
waiver requests. New York State would not have been able to use Medicaid under a 
home and community waiver program to further its goal to serve new beneficiaries. 

What has become clear, as HCFA of the Department of Healtn and Human 
Services has progressed m its implementation of the home and communit> care waiver, 
IS that HCFA interprets the waiver as a cost-containment vehicle. Yes, HCFA wants 
to encourage lower cost services and the effective use of Medicaid in the home and 
community-based environment. But through regulation and administrative 
interpretation, they use the regulatory formula in the waiver to assure that: (1) the 
average per capita cost after the waiver is less than the average per capita cost 
before the waiver, (2) the total aggregate cost after the waiver is less than the 
aggregate cost for services if the waiver services were not available, and (3) most 
importantly, the number of beneficiaries are limited to persons currently 
institutionalized or scheduled for imminent institutional placement. In summar>, the 
waiver, as it is currently being implemented by the Health Care Financing 
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Administration (HCFA), basically allows home and community-based services to only 
become available for people moving from institutions to the community, or those few 
for whon^ an institutional bed has been made available or capital construction has been 
planned. We do not believe that the institution should be viewed as the system's entry 
point. The interpretations of the formula creates a fiscal disincentive for states to 
use Medicaid as a vehicle to expand services to new recipients* This is the exact 

opposite of many people's perceptions of what the "lome and community care waiver is 
intended to accomplish. 

If a state's primary goal was to focus otiictly on deinstitutionalization, the 
waiver program is unnecessary. New York State has substantially reduced the census 
in its developmental centers, in great part through the development of community 
ICF/MRs. Also, Medicaid has enhanced this system's ability to expand the day 
program continuum through the addition of day treatment services. Medicaid 
reimbursable personal care services allow more severely disabled individuals to live in 
family care homes and community residences. All of these program components have 
been c 'id through existing options available as part of the State Medicaid Plan. 

OMRDD did examine the nature of other services and programs that support 
families and clients who reside at home or in the lower cost out-of-home care 
programs that would be needed as the system grew to serve more people. Services, 
such as home care and home health care, are already Medicaid reimbursable, and New 
York State must only make decisions on the approach to making these services more 
generally available to persons with developmental disabilities. Other services, such as 
respite, family counseling, parent training, and crisis intervention, are generally 
relatively low cost services that require a high degree of flexibility in service delivery 
and management. OMRDD believes that existing regulatory requirements of Medicaid 
programs and the federal requirements for administration of the waiver are rigid and 
inflexible and may inhibit effective and flexible service delivery. 

As part of our analysis of the program components which are necessary to 
expand the current service delivery continuum, we have reviewed the suitability of the 
community-based ICF/MR program as one of the residential options available to 
individuals with developmental disabilities. OMRDD believes that there is a role in 
the system of care for small ICF/MRs, and that this was the intent of Congress when 
it created this category of care within Title XIX (Medicaid) of the Social Security 
Act. We believe the current actions of HCFA, through the use of its regulatory 
formula, run Dunter to the intent of Congress to allow small ICF/MRs as a responsible 
optfor. to large institutions for the care of the disabled. 

OMRDD believes that, while the ICF/MR program provides the opportunity for 
appropriate intensive direct care and professional clinical services, certain federal 
regulatory requirements result in unnecessary extra cost. Mental retardation and 
developmental disabilities advocates across this nation have urged HCFA to modity 
the ICF/MR regulations so as to institute a more developmental and more normalizing 
concept in the ICF/MR program. In fact, staff of OMRDD have worked, through the 
National Association of State Mental Retardation Program Directors, with HCFA, on 
the development of alternative regulations which would do much to both improve the 
program and to lower cost. As previously stated, OMRDD does not believe that 
ICF/MRs are bad— quite the contrary. What is needed is an improvement in the 
federal Medicaid regulatory environment supporting the ICF/MR program. The 
community care waiver suggests that the remedy for the problems associated with 
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ICF/MRs is to do away with them. OMRDD, on the other hand, believes that the 
remedy is regulatory change, and at the same time that the community care waiver 
was being implemented in many states, New York State was working to solve these 
problems through regulatory change. 

In summary, if the community care waiver Is seen as an approach to solve the 
problems with ICF/MRs, it represents the equivalent of throwing the baby out with 
the bath water. OMRDD's preference would be to correct ICF/MR problems through 
appropriate regulatory change that would give states the capacity to better manage 
this program. 

IV. New York's Proposal for Increasing Home and Community Services 

We believe that there is a better approach than that represented by the home 
and community care waiver. We have ;>ubmitted a waiver request to the Health Care 
Financing Administration (HCFA) under Section 1115 of the Social Security Act for a 
demonstration project which would allow New York State to serve an additional 4,000 
persons and provide cost savings to the federal government of $325 million over the 
four years of the project. With this demonstration waiver. New York State could move 
ahead with it goals for dramatic depopulation of our institutions, assure quality of care 
for all persons served in our system, and meet the legitimate growing demand for 
services to persons living in the community. 

The proposed project would expand the basic service and eligibihty entitlements 
contained in the Medicaid program for the MR/DD population. This system is 
currently oriented toward very costly and highly regulated programs. Proposed 
changes wou.d produce a service system that stimulates cost-efficiency and service 
appropriateness, provides regulatory standards that promote quality of care and 
individualized, taiUired services, and ensure the capacity to provide services to a 
significantly greater number of needy and eligible clients at lower per capita cost. 
Through requested wai^^ers the existing. Medicaid supported long term care system 
would be transformed to shift costs from Medicaid programs to lower cost Medicaid 
and non-Medicaid programs. 

Requested waivers will allow Medicaid payments for additional home and 
community-based services while expanding Medicaid eligibihty to many substantially 
developmentally disabled persons who would otherwise not be deemed Medicaid 
eligible. Vocational services, case management, personal care. In-home care, 
supportive work, transition to work, clinical services, transportation, and 
respite/family care services, among others, would be covered under the demonstration 
project. Essentially, this would make available, as needed, any OMRDD authorized 
long term care service to the expanded group of developmentally disabled persons. 

Cost containment is also a product of thii waiver demonstration. All federal 
Medicaid payments to the State of New York would be based on the number of eligible 
chents er.rolled m the entire co** tinuum of care multiplied by an agreed upon federal 
per capita fee. However, at no time will the aggregate bill to HCFA be more than the 
federal base year figure (adjusted each year for inflation) agreed to between New York 
State and HCFA at the outset of the demonstration period. 

We submitted our {115 waiver request in November of 1985. I wish I could 
report to you that HCFA enthusiastically embraced this opportunity to demonstrate 
expanded home and community services and federal savings of $325 million. In fact. 
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we heard in late August that our waiver request was being denied on technical grounds 
related to the need for a more rigorous research evaluation design. 

Despite this initial setback, we have been encouraged to work with Dr, William 
Roper, Administrator of the Health Care Financing Administration, and his staff to 
address their concerns about the research design so that an agreement could be 
a<Siieved that will result in implementing our waiver concepts, Dr, Roper has 
informed me that he supports our project's direction and concepts as well as the goals 
we in New York want to achieve, ^ 

I am hopeful that these waiver concepts will be effectively demonstrated in New 
York, Only then can we achieve a stable, protected and manageable system of care 
that can more adequately revolve around client and family issues and needs. We are 
committed in New York State to a system of community-based care. Changes can be 
made 'n the Medicaid progran^ to formalize the original goals of congressional action. 
States can then more reasonably expand the availability of home and community-based 
services to both beneficiaries leaving Institutions and those with legitimate service 
needs living m their home communities while assuring predictable growth in 
expenditures throughout the program. 



;ric 



439 



Ohio Pzxvsts Besidcittiai Associstionu.Inc» 
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Tntfodaction 

I thank you for the opportunity to submit testimony. My 
name is Qu'is Lohrmsn and I am the executive director of the 
Ohio Private Residential Assodatioa OPRA is a sutevide 
association that represent^ residential providers who serve 
developmentaljy disabled children and adults, parents and 
relatives oT developmentaljy disabled individuals and MR/DD 
proTessionals. 

It is our understanding that the Senate Finance 
Subcommittee is examining Title XIX funding for 
''evelopmentally disabled individuals, the range of services 
delivered and the type of setting most appropriate for the long 
term care ofdevelopmentally disabled individuals. We 
understand that you have received voluminous testimony so ve 
have attempted to keep our recommendations brief. Our 
recommendations focus on means to improve services and 
hopefully, restrain the rapid escalation of costs for the Title XIX 
program. 

Goalt mnd Prindnles for the Tltlo 1!I Prottfam 

In I January, 1986 report to Congress* the \}S. Department of 
Health and Human Services identified three major principles/ 
goals on which federal funding for develop mertally disaoled 
individuals should be based: 

1 ) Develop mentally disabled individuals have a right to be 
integrated into the community. 

2) Developmentalty disabled individuals are capable of and 
have the right to grov and develop to be z» independent 
as possible. 

3) Develop mentally disabled individuals have a right to be 
productive citizens. 
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We support these goals and encourage members of Congress to examine the 
Title XIX program with these principles in mind. We believe that Congressional 
recommendations should facilitate achievement of these principles. Adoption of 
our recommendations would promote achievement of these prmdples and 
restrain significant escalations in cost 

OPttA's geco Bfendationa 

Recommendation (1): We recommend reinstituting the requirement for 
comparable reimbursement systems, regardless of whether a facility is public or 
private and approval of each sute's reimbursement system by HCFA. 

Issue: States currently are permitted to utilize different 
reimbursement systems for state funded and 
community ICF-MR programs. This disparity m 
reimbursement systems has led to significant 
differences in reimbursement For example, the Ohio 
statewide average for smaU ICF-MR's is 77.02 and 
$149.60 for state developmental centers. Federal 
look behind surveys have demonstrated that this 
tremendous disparity in costs does not necessarily 
lead to better active treatment 

Recommendation (2): We recommend passage of legisltion that makes the 
medicaid waiver program permanent 

Issue: Sutes such as Ohio have hesiuted too utilize the 
waiver program because of the uncertainty as to 
its permanence. We believe that making the 
program permanent would promote 
deinstitutionalization and placement of individuals 
in appropriate settings that are permitted through 
the waiver program. 
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Recommeadation (3): We recommend that Congress carefully monitor the 
revision of the proposed ICF-MR regulations to ensure that the proposed 
medical emphasis is reduced and that the proposed revisions that will 
unnecessarily increase costs be eliminated. 

Issue: HCFA has issued proposed ICF-MR regulations that 
increase the program's medical emphasis. This will 
unnecessarily increase costs. Most develop mentally 
disabled individulas do not have significant medical 
probleirs. Several other provisions of the proposed 
rule also will unnecessarily increase costs. We've 
attached copies of our testimony to HCFA to 
demonstrate this point. 

Closing Statement 

In closing, we appreciate the opportunity to submit testimony. We believe 
that adoption of our recommendations will provide a balance between rational 
funding and quality services. 
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R«s 5853 t HR 2902;2jL^*^'^ 
Hentally RetardeyBill Juux^tui^ 

Dear Sir,^^» 

I am Vice President Of Relatives I It»iends of Clients of White Haven 
Center which cares for the Retarded who pay cone fron all over Pennsylvania. 
White Haven Center is a fine well run Institution and we parents want ^d 
need it just as it is. We do not want the above bills to be. passed through 
the U.S. Congress. The Proponents of those bills (Florio) H.R. C Chaffee 
(Sen.) should in ay opinion have consulted with us parents of these aentally 
disabled people who are so terribly helpless. There are no cdldly retarded 
people in state institutions any more but for Gov. Thornburgh and the A.R.C. 
U.S., Asson. Retarded Citizens, United States and especially P. A.R.C. want 
then all out in the community. 

We are affilliated with the Pa. League of Concerned Families of Retarded 
Citizens plus the Parents Network and we are all concentrating on defeating 
the above bills. These bills want the Federal (medicaid) Funding which goes 
to institutions and other smaller I.C.F./N Rs. to go to their privately run 
C.L.A.8(Co=uaunity Living Arrangements) for the retarded with only 3 patients 
per home. That is so unrealistic as to defy cocaaon sense to the nth degree. 
These poor souls that have been put out of Pennhurst are mostly all very 
inappropriately placed. We have a documented rc.)ort available for any who 
care to read it. The Pa. Assoc. of Retarded Citizens sent a report concern- 
ing the Pennhurst case aftermath that was almost completely false. We have 
full proof of this fact. 

These Small facilities that these proponents want the American taxpayer 
to pay for are not possible because the cost of monitoring them alone would 
be prohibitive. The smallest that the Dept. of Health C Hunan Services 
allows right now is 15 clients. The Federal Standards are high, thank God. 
These A.R.C. people have now gotten the Wavers. Federal Legislation 2176 
through which they wish to amend the existing laws dealing with Medicaid. 
We of Pa. League are not even given the names and address of parents or the 
guardians of institutionalized people so we can inform then. P. A.R.C. 
Assoc. gctj thec\ though. 

These A.R.C. chapters (state £ county) in many cases are the providers. 
That is definitely a conflict of inte:.tist. They have free wheeling t no 
supervision, then parents and guardians connot visit their loved ones with- 
out much notice time, whereas we can walk into the institution with no notice. 
The campuses are beautiful and the clients can waxk around in perfect safety. 
Volunteers visit and make the clients lives so much happier. These people who 
think institutions are all bad never go there to see for themselves. They 
just listen to the assoc. of Retarded Citizens unrealistic propaganda. 
We are all inclined to look at all aspects of life through our own eyes, we 
car^not believe that anyone could like institutional living, but so many of 
these severely brain damaged people cannot tolerate any change in their 
routine* and an institution that passes Federal Certification is perfect for 
them. These fine facilities are far lees restrictive than any city apartment 
could ever be. 

There is also one more pertinent point I must make. Th^ Assoc. for 
Retarded Citizens U.S. claims that these poor souls are not sick and there- 
fore do not need to be under a doctors care. How rediculous, since when 
isn't the brain not a part of the human body and make no mistake these 
disabled people are brain damaged and their medication must be supervised 
by K.Ds % K.Rs only. Here in Pennsylvania the other professionals tell the 
doctors what to do for the retarded of any type. I know nothing about other 
causes of retardation but I sure know a lot about Aphasia and Autism as my 
daughter who is 55 years of age almost 56 suffers from this kind of brain 
damage. She was born dead and then revived but lack of oxygen for too long 
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caused severe brain <laaage« Those days that was not generally known that 
such a terrible thing could happen to the brain but the nedical profession 
knows it now ond still people are brought back to suffer like this. Nov the 
A«R«C«« U.S. and others want to deprive these so afflicted people of their 
right to proper care. 

Pa. Authorities are declaring people conpetent who are very severely 
retarded so that they can declare that they have informed consent. These 
severely retarded adults are receiving Social Security disability checks 
because of their retardation. How can this state get away with this law 
breaking. They put those poor defenseless souls out in an inappropriate 
hone which does not neet the least restrictive requirements of all the 
laws passed for their benefit. 



Thank you 
Dorothy Rafferty 

Vice President "Relatives and Friends 
of Clients of White Haven Center" 
White Haven» Pa. 18661 
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t ^ mm 
£i% luu. a :«» 

Betty Soott-Hooa 
Comalttee on Finanoo 

Rooa SD 219i Dlrkaen 8«nate Offlo» Building 
Washington, D. 0« ?0510 

Dt&r Ks 89ott-Boom; 

J** S^'-*^? ^^'Jf^ rt.poneibility, th« inportano. of Ktdioaid fundinic 
to th» detjlopBtntally dioablvd (and In th« oas* of our advocacy jctoud, 
th« nentally r«tardtd inditilual) eannot b« ov.rly etrvanad. 

Tha AtBotiation for Ratardad Oitiranji, Twin County/Oalax, has lor.K batn 
•onaarntd about aanriaatt dalirerad and appropriata tattinRf, for thifl rroup 
and indtad, wa havt many naabara vho aithar hara vorkad or ara eurrantly 

toyard da-inttitutionalitmtion for nany nantally retardad perflont, and 
«ni:!.II«!t^I®*^2uP^^""^P^' ***** aonoapt. v. .leo ara raaliata Kho 

undaratand that thart ara aany persona for whoo tht least restriotlva 
setting nay b» a training aanter" which ean provide the wide variety of 

SnS^^5?i?5.i'^^^5^°'^4•"^•°''"P•*^°?*^ therapy, spcssh-languag. pathology, 
and audiology, educational, rears at ional, and eueia thiraoieel and BadlSii 

""'rl^lt basis for the eererely JSr^fSinSj 

*S«J^MO -5 ?t 2?^!."^!^ *^"» training centers are 

essential aa it is often difficult to pay enough, as well as attract 
person, to a -Country lifeetyle-. Southwest Yi?g!nia, to attraSt a Variety 
of profeseionals away fron urban areas so that daily services can b*» 

2£ ''•ll «-iperyisod Oroup Hoses and Sheltered Workshops. 

(Industrial Developoental Centers) ore beneficial for the rsentally retard 'd 
eervicas for the acre profoundly retarSd psreons i^I n^ ' 
^i^Sf"".*^IJ? o"*'^ understaffad and the workshops 

S2^!nSr5?;i^°?i2"^i^"r J° "^^""^ rstarSed in fa?o? of 

pareons with nild ratardation, or most often, porsons with cental health or 
''^/'^ produ.ti?n quotas. ^Ihlpl thS vorSt 

oconario for the severely and profoundly retarded is placeaent fron n 
training center to an adult hoae, nost of wnich, although euaoosedly under 
Social Servicee Departaents. are operated fnr p^fit baSls oSt of old 

i''^* provide ninlBua health oare and no 

ineoapetent persons. Trulr. the adult hoae s to ^ 
Which medicaid funds follow a parson are the 1990^8 duaping mmnd for the 
Bental3y retarded. We know of several cases where perebnS hSvS wne into 
the community with skills, aedical aids(io hearing Side. ape5Ial*ehoes?^d 
SJ:?; wood pressure. watSr retention. anS spSciS 

iJrJ« SiSS ^i^'^'' T2!f^^ ovenieight. hearing aidi brokeh or 
lost or worse-dead batteries, sitting around eating, sleeping, and watching 

lA^irci^ fn';S' r^'J^J'^ ^^""^ ^i!r^"* '^^ rSgulations Ire prope?lr 

enforced in thj training centers but not enforced in the adult hone iettinr. 
Lack of supervision and a wall etructured invirdnaent is allowin? *-j?arded 
persons to roan the streets. This is the rt-sult of forced deinSti t^tlonali- 
f?5}2^»^!?"^; P*^^*' nedicnid inspectors when they decertify an 
Individual and threaten the eaae for an entire facility. "'^^'''^"^^ 

As an advocacy group for the aentally r<»tarded. wa are concerned that 
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•tfnouafi fcatral fuMe continue to b« «T>«nt to maintain oualltY 1«vo1k 
of oar« In tralnlnic centere where actlre trea^nent l6 a rnrt of a 
JJiilSJnti prcrran plan anfl the center It the l;":sJ''r'''ir»r.S"Ji'':"" 
cent for thf person, He )niov that there I; anfl vlU continue to be a 
core of Mentally retai^efl/fleYelopoentally fll^jblefl p*^rjone, i^e to rh^r 
problerae, cannot appropriately be placefl In the cowminlty no BAttfir hov 
Sich noniy in proTlSea. The noflerate/Rllfl retaWIefl can be plaaea In thr. 
cooRunlty ana flo function veil anfl can nake a life for theneelvee nn^ v« 
heartily enfloree profcranp for theia. 

A fUWBtlon tha*" our aflrooacy icrmip voulfl offer le for Kffllcalfl to vorK 
oloaolr vlth the ACWIDD (Accredaflon Counc*l for Kentally Ttetarflefl anfl 
DeYeloptaentallT DleaMed) anfl co«e up vlth a eet of realletlc i^tanfla'-fle 
for evaluat'lnic facllltlee eerrlnjc the oentnlly ^tarflefl. ?he current 
eoare tactics the Piedlcald Inflpeoton* use ehoulfl etop, na-nely, ch»»cKlnr 
Ifvel of care, actWe treanaent, ana reaorflo ••'11 eonethlnic le founi. 

Ano^'her eujcjcestlon Is that stricter llceniiln^, Inspection, anrt prorramlnr 
ifuldellnes for nurelnic hoar»e, aflult hoaes, rroup hones be *aa4e« . 
personal 'e sKllls anfl tralnlnfc shoulfl neet "one klnfl of fltanflarde In orjer 
to provide InfllYlflual prorroas so that the "en^-allT retarflf^fl recelYe all 
rlrhts ana prlYllljcea vlth noraalltatloo anfl lea^t restrictive? environment 
ae thflr priority. 

Those persons vho you see on television or m aovlr»B, or appear at 
Connlttee Hearlnjcs, ask for their hxnan rights, but the larre rrout) vlth 
severe an-l profound retaliation continue 'Ko n^ea persnnft aflvooatlnp Tor 
then. Let's not pl»y Political r&nes vlth then but let'e *reat then In 
a hunane raanner anfl see that Kefllcalfl offers then a chance to have a 
happy life* 

Host slnoerelv, 

tcu<C y^a^^^»,jU SUE V. SMITH, PMSIOttlT 

ih<^.:.C:^ ^^^^ ;^-7/V— '^-''^J 
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PUBLIC HEARING BY THE U,S, SENATE COMMITTEE ON FINANCE 

CONCERNING 

THE IMPACT OF THE MEDICAID PROGRAM 
ON THE LONG TERM CARE OF THE DEVELOPMENTALLY DISABLED, 

Testloony of The Voice of the Retarded, Inc, 



Presented hj 
George L, O'Donnell, 2nd Vice President 

Septeaber 19, 1986 

Good Dorning, My nane is George 0*Donnell« I reside in 
Milwaukee, Wisconsin, As the parent and legal guardian of a 
nentally retarded daughter, I have served as a volunteer in the 
nental retardation novenent at the local, state and national 
level for over 35 years, 

I ao speaking today on behalf of the Voice of the Retarded, a 
national organization of parents and guardians of oentally 
retarded children and adults who reside in public and private 
residential facilities throughout the country. The handicapped 
individuals whon wc represent are aaong the 1A6,000 consuners of 
the Medicaid services which are the subject of this hearing. 



MENTAL RETARDATION 

Mental retardation refers to subaverage general intellectual 
functioning which originates during the developaental period and 
is associated with fnpairoent in adaptive behavior. For clinical 
purposes, nentaX retardation is often categorized by "ievels" of 
iapairaent, as follows: 

LEVEL I represents gross nental retardation. There is a 
Diniaal capacity for functioning in sensori-Dotor areas, 

LEVEL II exhibits poor ootor developnent, and speech is 
nininal. Generally, there is a narginal allity to profit from 
training. Usually, there are few or no coaaunication skills. 
("Trainable") 

LEVEL III is Able to talk or learn to cosounicate. However, 
there is poor social awareness, and only fair ootor developnent. 
There nay be the capacity to profit froa specialized education, 
and the individual usually requires only noderate supervision, 
( "Educable") 

LEVEL IV is able to develop social and coonunication 
srills, has ainiaal retardation in sensor i-notor areas, and is 
olten not distinguished froo those of nornal intellectual 
funcclnn^iig capacity until a later age, ("Educable") 
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From the above description, it is apparent that mental 
retardation represents a vide area of disabilities which require 
an equally vide system of quality Ssirvices in order to adequately 
address the demonstrated needs. 



It is the position of the Voice of the Retarded that mentally 
retarded children and adults should be afforded the opportunity 
to develop to their maximum potential by means of a high quality, 
comprehensive and well coordinated system of care, treatment and 
services which includes, as part of that system, services in 
intermediate care facilities. 

Within this service system, mentally retarded persons, or 
their parents or legal guardians acting on their behalf, should be 
afforded the opportunit7 to choose the care and active treatment 
most appropriate to the needs of the individual. 

Should it be decided to extend the Medicaid program to 
include a variety of other types of services and facilities, the 
means whereby this change occurs should not include reductions 
in, or limitations to, the Medicaid entitlements currently 
enjoyed by mentally retarded citizens. 



The principle of freedom of choice has been part of the 
Medicaid program since its inception. Freedom of choice not only 
preserves the right of the mentally retarded individual to select 
initially those services and facilities which are best suited to 
the development of maximum potential, it also provides a means 
whereby the individual may move freely within the service system 
as needs change, whether due to increasing age, progress in 
reaching the goal of maximum potential or various other factors. 
To limit freedom of choice to only facilities of a specified 
size, is to introduce a one dimensional aspect to the program 
which impacts unfavoribly on those whose needs may not best be 
met in that diaensio*' * 



The Voice of the Retarded is of the opinion that every 
mentally retarded individual should be afforded the opportunity 
to develop to the full extent of his or her maximum potential, 
regardless of the level of disability. 

In this process, the first objective should be the 
development of independence; and, wherever possible, complete 
release from a dependent status. In a rudimentary sense, the 
initial objective is the attainment of the capacity to dress, to 
eat, to bathe, to attend to toileting and to perform without 
assistance other basic personal functions. 
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The next objective should be to attain a level of 
productivity comoensurate with the capacity uf the individual, 
through specialized vocational assistance and other foros of help, 
to achieve a meaningful relationship with the coasiunity. 

In this regard, it should be observed that ^^integration into 
the comounity" involves a process of interaction and 
cooaunication with others which, by its intrinsic nature, is 
independent of facility size, or "neighborhood". 

Finally , in order to achieve these objectives, the 
individual, or the parent or guardian acting on his or her 
behalf, should be free to choose those services most appropriate 
to meeting the requirements, as demonstrated by the need* 



THE COMPREHENSIVE SERVICE SYSTEM 

If anything has been learned over the years about developing 
services for the mentally retarded, it has been the fact that the 
system of care and treatment should not be limited to essentially 
one type of service or facility. It has often been observed that 
relying solely on the large, remote institution failed as a policy 
priT^irily because it denied freedom of choice to many mentally 
retarded persons whose needs were not adequately served in this 
environment* 

Conversely, a requirment that mentally retarded persons be 
served, for instance, only in facilities of less than 16 beds in 
size tends to introduce similar restrictions which are 
disadvantageous to those whose needs require skilled nursing or 
intermediate care* 

Consequently, it has long been accepted by experts in the 
field that a diversified system of care and facilities is best 
suited to the needs of mentally retarded persons* 

President Kennedy's "Panel Report" on Mental retardation 
advocated this approach upon its publication in October, 1962* 
From that day to this, "continuum of care", or as it is more 
recently termed, a "comprehensive service system", has been the 
guiding principle for the mental retardation movement* (1) 



MEDICAID AND THE ICF/MR PROGRAM 

The Federal Register for March 4, 1986 indicates that, 
"Fifty States and jurisdictions currently cover ICF care; 49 of 
these include ICF/MR care and serve over 140,000 individuals in 
over 2911 intermediate care facilities for the mentally 
retarded." (2) 

A recent report published by the Congressional Research 
Service of the Library of Congress indicates that, of the total 
of these individuals who resided in public institutions, as of 
1982, 57.2 percent were profoundly retarded and 23.8 percent were 
severely retarded* This is a total of 81 percent, representing 
some of the nations's most handicapped citizens* 
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It is also ioportanc to obtain sosie understanding of these 
Dentally retarded citizens in terns of their functional capacities 
and Dultiple handicaps* 

29 percent cannot walk without assistance; 

61 percent cannot dress without assistance; 

40 percent cannot eat without assistance; 

28 percent cannot understand the spoken word; and 

40 percent are not toilet^-trained* 

In addition, the nultiple handicaps experienced by this 
group are as follows: 

12 percent are blind 
6 percent are deaf 

41 percent have epilepsy 

21 percent have cerebral palsy; and 
36 percent have an eootional handicap* 

In total, over 43 percent are multiply handicapped* (3) 

In our opinion, the assertion that cost of these mentally 
retarded citizens would be better cared for in the more "normal" 
or "least restrictive" environment of the small group home is of 
questionable validity* 

Many of them need constant, twenty-four hour per day 
nursing-type care* Some of them are in such fragile physical 
condition that seizures and various medical emergencies are a 
common occurrence* On site medical assistance becomes a 
necessity, and is therefore a .part of the Federal regulations 
for the facilities which serve them* 

We agree that there are many retarded individuals presently 
residing in the community who would benefit greatly if additional 
small, "home-like" facilities were made available to them* Their 
needs are no doubt best met in that type of environment* 

It is our opinion* howvever* that all retarded citizens 
should not be forced into one mold* There should be a diversity 
of services to meet the diversity of need* 

Finally, we hardly need mention the fact that ve feel 
certain the deliberations of this Coaoittee will not result in a 
replay of the "deinstitutionalization" disaster of the 1960's, 
whereby* today* mentally ill and mentally retarded citizens are on 
the streets of our cities* day and night* devoid of any "safety 
net" to ensure their proper care* treatment and rehabilitation* 
Ve know that all of America never wants that to happen again* 
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EXTENSION OF THE ICF/MR PROGRAM ~ SOME CONSIDERATIONS 

As noted, body of opinion recently has been developed which 
maintains that nentally retarded, and other disabled persons who 
are presently being served in Intermediate Care Facilities for the 
Mentally Retarded (ICF/MR), could better be served in snail 
"hone-like" facilities in the "community". 

An opinion has also been expressed that, since the purpose of 
the Medicaid program, at its inception, was to provide "medical 
assistance" and "rehabilitation" services for disabled persons, 
the Medicaid program should be amended to provide for a more 
diversified system of care, on an "entitlement" basis- 

If the configuration of the service system is to be changed 
by the extension of the .>».1icaid program to individuals and 
types of facilities not presently covered, it is the opinion of 
the Voice of the Retarded that the procedures to effectuate such a 
change should not negatively impact upon the lives of literally 
thousands of retarded citizens who are presently covered. 

Rather, the extension of the Medicaid progsam to other types 
of services and facilities should be allowed to develop in an 
atmosphere which affords those retarded citizens, or their 
parents and guardians, as consumers of Medicaid services, the 
right to continue to select from a conzprehensive array of 
available services and facilities, those living arrangements, and 
types of care, which arfc ast appropriate to their needs* 



THE COST OF COMMUNITY SERVICES 

While, as a justification for the redirection or "transfer" 
of funding from so called "large" facilities to what are termed 
community living facilities", proponents often allege that there 
would be significant cost advantages, no concrete data has been 
presented in substantiation of this claim* 

In fact, Braddock, a strong proponent of the extension of 
Medicaid funding to other types of facilities makes the 
following statement in his Public Policy Monograph No. 29* dated 
June 20, 1986. 

"We must also defeat the myth that high-quality care in the 
connunity is going to be appreciably less expensive than 
comparable care in the institution* Community integration must 
not bs based on cost savings. Of course, it is cheaper to pay 
non - union group home workers less than their unionized 
counterparts in state facilities; but such a practice only 
portends a future of high staff turnover and low morale* At the 
very minimum, over the next ten years, we should press for a 
doubling in real economic terns of the wages of direct care 
workers in community settings, and for a 50 percent increase in 
wages of entry level and experienced technicians in 
institutional settings.** (4) 
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LEGISLATIVE INITIATIVES 



It is apparent that this public hearing on Medicail has been 
called partly because, recently, legislation has been proposed 
whereby Title 19 of the Social Security Act would be aoended to 
include individuals and types of facilities not presently 
entitled to receive Medicaid assistance. While the Voice of the 
Retarded supports the concept of broadening the array of services 
and facilities which would be included in the Itedicaid progran, 
there are sooe aspects of the proposed legislation which, in our 
opinion, are cause for serious concern in teros of their possible 
adverse impact on retarded citizens* 

There are presently, to our knowledge, three proposals in 
this area which are being considered by the Sencte* These are 
Senate Bills 873, 1277 and 1J48. We would like to comoent 
briefly concerning each of these proposals* 



Senate Bill 873, the "Comounity and Fanily Living aoendDents 
of 1985", would amend Title 19 of the Social Security Act to 
provide Medicaid entitlements for a defined group of "severely 
disabled individuals". 

It is proposed that this covered group would reside in 
natural homes, adoptive homes or foster homes* In addition, 
coverage would also be extended to those who would reside in 
"community living facilities", defined c? those of less than 16 
beds in size, with an average size of about nine beds* 

Senate Bill 873 would reduce, over l period of time, and 
eventually cap at a relatively low level,, the Federal funding 
presently provided, on a matching basis, far "large facilities", 
defined as all those over 16 beds in size* 

It is alleged that the funds thus "recovered" would then be 
"transferred" to the "community", where they would be used to 
develop smaller, more "home-like" facilities* There is, in this 
proposal, the strong implication, if not the actual assertion, 
that the entire process would be neutral from a cost viewpoint* 

However, the report of the Library of Congress which was 
previously cited indicates that, as of the fiscal year 1985, the 
"severely disabled individuals" defined in Senate Bill 873 would 
create an eligible group, the size of which is estimated to be at 
least 1,015,000 persons*(6) 

If we assume a very conservative coat of $25*00 per day to 
provide Me .said services for this gr3up, the total cost of the 
proposed program would exceed $9*2 billion* This cost figure is 
substantially in excess of the $4*7 billion noted qs the cost of 
the current ICF/MR program in the press release of this 
Committee, dated August, 1986 which announced this hearing* There 
is no way that $4*7 billion can be "transferred" into $9*2 
billion* 



SENATE BILL 873 (5) 
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While it is understood that the apparent intention of S*1277 
is to perpetuate a program which is Judged by some to have been 
successful in effectuating a **conmunity option" for a number of 
mentally letarded individuals who formerly resided in 
**insc:Ltution8**, it should be noted that, often, the waiver 
program, as presently administered, tends to raise some important 
questions* 

For instance, by means of Section 1915(c) of Title 19, 
the Congress implemented the "waiver" procedures. The waiver, 
as it currently applies, contains some important "assurances" 
which the States must provide to the Secretary of H&HS before 
Federal funds are co be used for these purposes* 

These jre as follows: 

Safeguards are required to protect the health and safety of 
persons provided services and to assure fiscal accountability for 
the funds expended* 

Persons entitled to institutional services are to be 
evaluated to determine the need for such services* 

Persons determined to be likely to require 
institutionalization are to be informed of the alternative 
available under the waiver program* 

The average per capita Medicaid expenditure for services 
under the waiver is not to exceed the average per capita 
Medicaid expenditure that the State would have made if the waiver 
had not been granted, i*e*, the cost of community services is not 
to exceed the cost of institutional services* 

States are tc. provide annual reports on the impact of the 
waiver program which include data on the types and amount of 
assistance provided and information on the health and welfare of 
the recipients* 

The apparent intent of the Congress in enacting the "waiver" 
therefore, was to provide, in effect, an option to persons 
residing in the community, or elsewhere, whose disabling condition 
is such that admission to an intermediate care-type facility is 
indicated, unless means are provided to assist that individual 
to either remain at home, or to reside in an alternate-type 
facility in the community* 

The proviso was that the per capita cost of the alternate 
facility selected not exceed the per capita cost of the 
intermediate care facility to which the individual might 
otherwise have been admitted* 

However, in practice, so far as mentally retarded persons are 
concerned, the "waiver" program has tended to become a 
deinstitutionalization program by means of which the States 
"depopulate" their institutions* In some instances pocedures 
have been developed, with the cooperation of the Department; of 
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II&US, whereby retarded persons residing at home have been cut out 
of the program, and the "waiver" has been applied exclusively to 
achieving the state's objective of placing retarded persons 
from "institutions" into the "community". 

We would propose thac consideration be given to amending 
Senate Bill 1277 in such a manner that all retarded persons would 
have an equal opportunity to choose those facilities most 
appropriate to their needs. We recognize that the apparent 
intent of Senate Bill 1277 was to provide freedom of choice, but 
we are concerned about possible interpretations which might be 
placed upon certain technical insertions which have found their 
way into the proposed legislation* We would advise that these 
not be utilized to limit freedom of choice* 



SENATE BILL 1948 (1^) 

Senate Bill 1948, the "Quality Services for Disabled 
Individuals Act of 1985", would amend the Social Security Act to 
establish standards for all residential facilities which provide 
services under Title 19 for devjlopmentally disabled and mentally 
ill individuals* 

Service? in all types of facilities would be designed to 
foster individual development and independent functioning, and a 
"Bureau of Quality Services" would be established to effectively 
monitor quality and efficiency in the service delivery systec* 

In our opinion, senate Bill 1948 embodies many features 
appropriate to an equitable extension of the Medicaid program: 

To insure high quality care, there is a strong emphasis on 
standards and training of survey personnel* 

The covered group is clearly identified as consisting of the 
developmentally disabled and the mentally ^^11, both of whom are 
already defined in existing Federal law. 

Federal standards would cover all services and faclities 
which receive Medicaid funding, including intermediate care 
facilities, as well as community-oriented living arrangements. 

The overall purpose of the Act is to assure that 
developmentally disabled and mentally ill individuals receive 
quality services, designed to promote "independence, productivity 
and integration"* In addition, procedures would be developed to 
monitor the manner in which such services are delivered* 

Specifically, Senate Bill 1948 would centralize, within the 
Department of Health and Human Services, responsibility for 
quality control of all services provided under Titles 18 
(Medicare) and 19 (Medicaid) for developmentally disabled and 
mentally ill persons* 

In our judgement, these provisions tend to make a substantial 
contribution to a quality controlled, efficient and equitable 
service delivery system* 
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However, we have initiuted inquiries, to which "e are 
anticipating an early response* These are as follows: 

With regard Co the monitoring aspects of the bill, it is 
proposed that a "Bureau of Quality Services" be created* We 
wonder if this is neccesary, or could the present Qonitoring 
structure, under the Health Care Financing Administration, be 
adapted to these purposes* 

Also, we require some clarification as to exactly what 
standards are to be utilized* It would appear that the present 

Federal standards of care for intermediate care facilities for 
the mentally retarded (ICF/MR), adopted in 1974, which are 
currently undergoing an extensive update and revision, are to be 
discontinued in favor of entirely new standards* We are 
concerned as to the overall impact of this proposed change on the 
Medicaid program* 

There are a number of other areas of concern which we hope to 
clarify through discussion with the proponents of the bill* 

However, in the overall, we view Senate Bill 1948 as a 
constructive proposal which could solve many of the questions 
presently being raised concerning the adequacy, flexibility and 
quality of the Medicaid progr&m* 



In conclusion, we would observe that, in our opinion, the 
extension of Mecicaid benefits to all mentally retarded 
individuals who qualify as being in need of "medical assistance 
and rehabilitation" is commensurate with the original intention 
of the Social Security act, as stated in Section 1901* 

However, the Medicaid program should continue to apply the 
policy of freedom of choice which has characterized that 
program from its inception. Certainly, no procedures should bo 
adopted which would single out certain aged or disabled groups 
for limitations which do not apply to all groups covered under 
the program* 

Mentally retarded citizens, along with all other citizens of 
the United States, should be afforded the same opportunity to 
achieve their full potential, in accord with their individual 
abilities, in an atmosphere of equality and freedom* 



The Voice of the Retarded expresses its sincere appreciation 
to the distinguished members of the Committee on Finance of the 
United States Senate for the opportunity to express its views on 
this very important subject* 



CONCLUSION 



ACICNOWLEDGEMENT 



VOICE OF THE RETARDED, INC* 
P*0* BOX 1395 
PALATINE, ILLINOIS 60018-1395 





< 

456 



VOICE OF THE RETARDED, INC, 



NOTES AND BIBLIOGRAPHY 



TESTIMONY OF SEPTEMBER 19, 1986 



(1) "National Action to Combat Mental Retardation", Supt« of 

Documents, U.S. Government Printing Office, Washington D.C. 
October, 1962, p. 74. 

(2) Federal Register, Vol. 51, No. 42, Tuesday, March 4, 1986. 
"Medicaid Program, Standards for ICR/MR Facilities". 

(3) Sirith, Mary F., "Residential and Community Services for 
Persons With Mental Retardation and Related Disabilities", 
Congressional Research Service, The Library of Congress, 
Wash. D.C, October 18, 1985, pp. 5-6. 

(4) Braddock, David, Ph.D. "Challenges in Financing Community 
Integration in Wisconsin and the United States , Univ. of 
Illnois ac Chicago, June 20, 1986, p. 27. 

(5) Senate Bill 873, 99th Congress, 1st. Session, 

April 3, 1985 

(6) Smith, ibid. p. 39. 
<7) Smith, ibid. p. 4. 

(8) Smith, ibid. p. 39. 

(9) Senate Bill 1277, 99th Congress, 1st. Session, 

June 11,1985. 

(10) Senate Bill 1948, 99th Congress, 1st. Session, 

December , 1985 



o 



ERIC 




(460) 



